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Abstract 
In Australia, during the past 15 to 20 years hospice palliative care services have 
attempted to meet the needs of people who are dying and their families. Much of 
the focus of care has concentrated on giving people the opportunity to be cared for 
at home for as long as possible, and to die at home if this is the wish of the patient 
and family. 
This descriptive study is concerned with the needs of people who may require 
respite care when they are caring for a person with a terminal illness at home. The 
purpose is to investigate what Carers want, in order to use this knowledge to assist 
with appropriate health care planning. A postal survey of Carers (n=301) who 
have patients registered with a domiciliary hospice palliative care service was 
conducted. The questionnaire ascertained the Carer's demographic details, their 
burden of care, their emotional health and their acceptance and perceptions of ^ 
respite care. A response of 55% (n=158) was obtained. 
The study found an association between a high burden of care and the need for 
respite care. In addition, the study found that 38 per cent of Carers perceived a 
need for respite care, while only 10 per cent receive regular respite. Imphcations 
for palliative care professionals and health care planners relate to the need to: 
provide adequate information to Carers about the availability of respite, and 
regularly assess the needs of Carers using measures which focus on burden of care 
and physical and emotional capacity to provide care. Improved community 
awareness about the needs of Carers is required, if Carers are going to be a 




In Australia, during the past 15 to 20 years hospice palliative care services have 
attempted to meet the needs of people who are dying and their families. Much of 
the focus of care has concentrated on giving people the opportunity to be cared for 
at home for as long as possible, and to die at home if this is the wish of the patient 
and family. 
People who care for a terminally ill person at home often express that they feel 
more secure and confident if an emergency admission for inpatient care is 
possible. There are over 160 hospice care programmes in Australia and the 
number of deaths at home varies between less than 5% and up to 50% of all 
people registered with palliative care services (Australian Association for Hospice -
and PalUative Care Directory, 1995). 
Health care policy at Commonwealth and State level is directed towards 
community care (Commonwealth Department of Human Services and Health, 
1994). A reduction of inpatient facilities (hospital beds) means that alternative 
ways to provide family/carer respite need to be developed. The availability of 
inpatient palliative care varies with locality but most providers describe current 
services as inadequate to meet the need of their community. 
Day care respite is one such option. However, time is precious to people in the 
circumstances surrounding a terminal illness, so the decision to accept respite care 
is often difficult for Carers. People often feel that they should spend all their time 
together during the terminal phase of illness, believing that the Carer will have 
plenty of opportunity to recuperate and rest after the ill person has died. 
This descriptive study is concerned with the needs of people who may require 
respite fi'om caring for a person with a terminal illness at home. The purpose is to 
generate information about carer needs that will assist planners to provide more 
appropriate services. 
1.1 Objectives: 
The objectives of this research are to 
1. describe needs of home-based Carers of people with a terminal illness as they 
relate to the need for respite, and 
2. explore factors which influence Carer attitudes to respite care. 
1.2 Research Questions'. 
1. What is the relationship between the following factors and Carer acceptance of 
respite care: 
0 hours of care provided by the Carer 
0 amount of help the patient requires 
0 amount of help given by the Carer 
0 the number of additional responsibilities 
0 whether the patient is safe at home alone 
0 the emotional health of the carer? 
2. Is the "burden of care" bom by a Carer associated with: 
0 perceptions of respite services 
0 experience with respite services 
0 the emotional health of the Carer? 
3. Is experience with respite associated with a perceived need for respite 
services? 
4. Do Carers prefer respite to be provided at home or in a day care setting? 
5. Does a live-in Carer identify the need for respite more than a Carer who does 
not live with the patient? 
13 Operational Definitions: 
1. Patient is the person who is ill and requires care; 
2. Carer is the person who cares for the person who is ill; the Carer is a person 
such as a partner, friend, or relative who assists the patient; the Carer is not a 
person who is arranged by an organisation to provide care; 
3. Burden of care means the responsibilities and practical care provided by a 
Carer in order to respond to the needs (real or perceived) of the patient; and is 
defined in this study by the number of other responsibilities the Carer has, the 
number of hours the Carer is required to provide help, whether the patient is 
safe at home alone, the amount of help the patient needs with activities of 
living and the number of activities with which the Carer provides the patient 
with help; 
4. Respite care is care provided for the patient by someone else with the main 
intention of providing relief/rest for the Carer/s. 
5. Day Hospice is a hospice palliative care service for people with a terminal 
illness and their families; it is provided during day time hours and the person 
with the terminal illness is cared for at home at other times; typically people , 
avail themselves of this type of care once per week. 
6. Inpatient care is provided in a 24 hours health care facility such as a hospital, 
hospice or nursing home. 
7. Emotional health is a concept constructed by scoring the Carer's perception of 
their belief that they are managing life, coping well, concerned for their own 
health, worry about their patient, level of tiredness, feeling of isolation, and 




In this chapter, the Uterature relevant to this study will be critically discussed. The 
literature related to palHative care and the need for respite will be discussed first, 
then other areas of health care and respite care issues. A conceptual framework 
based on existing knowledge will be described as a basis for the study. A 
discussion on the methodology for this study is included in this literature review. 
2,2 Palliative care and the need for respite 
Palliative Care is a form of care provided when cure of the disease is no longer 
possible, it is concerned with quality rather than quantity of life and aims to treat 
troublesome or distressing symptoms to achieve the highest possible measure of 
patient comfort (WHO, 1989:9; Dudgeon et al , 1995). However, a terminal -
illness does not effect only the person with the disease, but also the family and 
friends close to them (Davis et al,1996; Field, et al., 1995; Kristjanson and 
Ashcroft, 1994; Hunt, 1991; Brown et al., 1990; Smith, 1990; Blank et al., 1989; 
Carter, 1987; Howell, 1986). 
The effect of cancer on both the patient and the family has been the subject of 
informative research. The family are often not only the principal support of the 
sick person but also the people who also confront the disease (Kristjanson and 
Ashcroft, 1994). People close to someone with a life-threatening illness 
experience some emotional and physical effects which relate to the changing 
dynamics within the family unit and to the change of routines and responsibilities 
(Hinds, 1992; Blank et al., 1989). 
The effects of the caring role have been well documented in the literature. "The 
assumption of new roles may be gradual, and feelings of responsibility to care for 
the patient may prevent family members from seeing alternative ways of receiving 
help with care" (Kristjanson and Ashcroft, 1994:7). The size of the family does 
not seem to influence the fatigue felt by the Carer in their role. This fatigue is a 
complex matter which involves the extent of reciprocity in relationships, the cost 
of support and the level of conflict. Further, the patient and caregiver who are 
isolated from their family, will be less likely to receive the same level of support 
from friends and neighbours as they would from family (Kristjanson and Ashcrofl, 
1994:9). Kristjanson and Ashcrofl (1994) conclude that "understanding variables 
such as the needs, concerns, and coping strategies of these families will be critical 
to decreasing the strain experienced by these individuals" (pl4). 
Early in the development of specialised care for people with terminal ilhiess 
Vachon et al., (1977) found that the period of terminal illness was extremely 
stressful for widows. The widows in this study stated that living with the terminal 
ilkiess of their spouse was worse than the stress of widowhood. However, the 
Carer may disguise the extent of their distress, even though depression and 
anxiety may be very significant (Hinton, 1994). 
In order to reduce the problems of Carers during bereavement, health 
professionals must have an understanding of the difficulties experienced during 
the terminal illness (Howell, 1986:23) and plan appropriate care. Howell 
(1986:24) found that 20 out of 30 Carers suffered extreme fatigue. Harrington et 
al. (1996:123) in a study of Caregivers of Hospice patients reported that "the most 
important need items in the personal care category were time to rest, adequate 
sleep, and maintaining one's own health." Carers have also reported that lifestyle 
changes including lack of social life and confinement were difficult for them 
(Blank et al., 1989:84; Howell, 1986:25). 
A more positive outcome is possible if support is facilitated sooner rather than 
later (Davis et al., 1996; Addington-Hall, et al., 1991). Theis et al. (1994:42) in a 
study involving Caregivers of elderly people found "that caregivers did not realise 
that they needed respite until they were well into caregiving." Davis et al. (1996) 
studied the effects of a terminal illness on patients and their Carers and found that 
"towards the end of life, the extent of expressed need is likely to be less that that 
of felt need" (p519). 
It is important to realise that many terminally ill patients who are very dependant, 
are being cared for by people who are also elderly and themselves in poor health 
(Addington-Hall et al , 1991). Davis et al. (1996:519) suggest that periodic 
review of the situation including the impact on the Carer is necessary. From the 
researcher's clinical experience Carers are not always aware of the amount of help 
they need and what their options are. The range of available services is often 
explained when a patient and Carer are first admitted to a palliative care service. 
These services may not always be relevant at that time and therefore may not be 
remembered when additional services could be helpful at a later time. 
Care at home has advantages, such as maintaining relationships, being able to 
please yourself, and having some semblance of "normal" hfe, but is also 
dependant on the availability and ability of a Carer, professional support, the 
patients condition and a suitable physical environment (Brown et al., 1990). 
Caregiver fatigue, related to lack of support, can lead a home care situation to 
break down, which then requires hospitalisation of the patient (Brown et al., 
1990). 
Schachter (1992) described the seven key factors which impacted on the quality of 
life of the family caring for someone at home with advanced cancer: role 
reversals, knowledge and skills needed, issues related to privacy, effects on 
children, physical and psychological stressors and financial burdens. This paper 
was based on a Psychiatry Home Care Programme in a large hospital for people 
with cancer in the United States, but numbers and a description of families were 
not included. Schachter (1992) claims that none of the families regretted 
providing care at home despite the difficulties listed, but this claim is difficult to 
contextualise without any information about the participants in the study. 
Day care may enable a caregiver to cope at home longer and thus avoid 
hospitalisation of the patient. In a retrospective study of Carers, Seale and 
Cartwright (1994) researched the care of 633 people during the 12 months before 
they died. Of the study population 57 (9%) had attended a day centre at some 
time during the fmal year of their lives (Seale and Cartwright, 1994:148). These 
researchers found that, it is often difficult for the sick person who receives care to 
accept the opportunity to leave home for a short time, because they prefer their 
primary carer to take total care of them (Seale and Cartwright, 1994:156). 
However, their Carers sometimes resent this, stating that attendance at day care 
would give them a break from caring, as well as there being benefits for the sick 
person, such as a change of scenery (Seale and Cartwright, 1994:156). 
Respite is not always beneficial solely for the Carer. Cumming (1993:20) asks the 
question: "Is it respite if there are no caregivers at home?" People like to feel 
cared for, looked after, to have some tender loving care. Cumming (1994:20) '' 
challenges the conventional idea of respite by stating "patients who live alone are 
just as, or even more, deserving of respite as those who live with others." Day 
hospice programmes can support people to stay in their own homes, and 
experience the socialisation they often miss (Dawson, 1993:12). 
Day Hospice care can have many benefits according to Young (cited in Brown, 
1994:3) including: 
0 Social stimulus and support 
0 Changes of environment for isolated or housebound patients 
0 Respite for both patients and carers 
0 Monitoring the quality of symptom control 
0 An opportunity for patients to meet for mutual help and support 
0 A safe base where a patient can be himself or herself 
0 Provision of therapeutic activities and facilities with flexibility to meet 
individual needs ( and interests). 
Corr and Corr (1992:155) studied day hospice programmes in the United 
Kingdom in order to make recommendations for the United States, found that 
hospice day care is a programme that provides 'a day out and a day off - a day out 
for the person with a terminal illness, and a day off for Carers in the home. A 
significant positive correlation exists between the quality of life of the Caregiver 
and their estimate of the patient's quality of hfe (McMillan & Mahon, 1994). 
The literature available on the needs of Carers and palliative care is limited. Carer 
respite as a way of providing or receiving care has received little attention fi-om 
researchers working in palliative care. The lack of research may be due to 
palliative care being a new area of specialisation, with considerable effort having 
been directed towards control of pain and other symptoms which effect the person 
with the terminal ilhiess. Vachon et al. (1995) challenge researchers to develop 
tools which are more effective to measure symptoms and the burden of illness. 
We need to discover ways of providing care which is supportive and achieves an 
outcome which is acceptable to all concerned. This is because of expected 
increase in the number of people with cancer, the changing demographics of our 
population, such as an increase in the number of elderly people and the 
expectation that the majority of care will and should be provided at home (Thorpe, 
1993; Townsend et al., 1990). The health care system must address not only the 
needs of the patient but also those of the Carer, because a Carer who needs 
substantial health care after the patient has died, suffers personal cost which also 
impacts on the health care system. 
2,3 Respite care in other areas of health care: 
"Care for the Carer" issues are being raised in the community as important areas 
to address, as the demand of an aging population increases. The challenge is to 
address these needs in a cost effective way, and avoid a large number of people 
requiring institutionalised care. In the United Kingdom it is estimated that if just 
one in ten Carers felt unable to continue in their role, that the funding of 
alternative care would be £2 billion per year (Court, 1995:617). Griffiths 
(1993:160) urges authorities to respond to the Community Care Act in Britain, by 
properly assessing and addressing the needs of Carers, who in 1986 were 
estimated to provide £7.3 billion worth of informal care. However, the role of the 
Carer does come at a personal cost in terms of the Carer's own health (Court, 
1995). 
Many models of respite care have been developed, with an element of choice to 
meet individual circumstances being important (Feinberg and Kelly, 1995; Miller 
and Goldman, 1989). "A unique feature of respite care is its emphasis on meeting 
the physical and mental health needs of both the caregiver and the care recipient" 
(Feinberg and Kelly, 1995:701). Respite care is a socially sanctioned way of 
providing care for the Carer, and is an important factor in preventing exhaustion 
which can lead to institutionalisation of the care recipient (Miller and Goldman, 
1989). 
In a study of Caregivers, Berry, Zarit, and Rabatin (1991) found that Caregivers 
reported high levels of perceived burden although the study is not clear about how 
this is measured. In an earher study Zarit, Reever, and Bach-Peterson (1980) 
investigated correlates of feelings of burden experienced by relatives of impaired 
elderly. The measurement of the degree of burden was made with a 29 item self-
report administered during an interview. The items in the questionnaire were 
based on the clinical experience of the researchers with caregivers but were not 
subjected to reliability and validity tests. Results show that the feeling of burden 
score was negatively correlated to the number of visits provided by family 
members, indicating that this factor is significant in modifying the Caregivers 
experience (Zarit, Reever, and Bach-Peterson, 1980). These researchers were 
surprised that the level of care required and the severity of the care recipient's 
illness were not a factors in the perceived level of burden. 
An evaluation study of respite for caregivers (Theis et al , 1994) found tliat respite 
care did have a positive impact on the mood of the Caregiver. This study also 
found that some Caregivers did not know they needed respite until they had the 
opportunity to rest and that the dual effect of respite which is for the Caregiver 
and the care recipient was appreciated. Theis et al. (1994) also found that it is 
important that the Carer feels that their care recipient was in a competent and 
caring situation. Other studies have also demonstrated a positive outcome for the 
emotional health of Carers, when respite services were utilised (Caradoc-Davies 
and Harvey, 1995; Stephenson et al., 1995). 
The literature has described the emotional and to some extent the physical impact 
of the caring role on the Carer. However, appropriate interventions have not been 
suggested for people in the palliative care situation. Studies have not asked Carers 
how they think they could be helped in their caring role to minimise the negative 
effects. 
2,4 Conceptual framework 
The conceptual framework (Figure 1) for this study is based on the assumption 
that respite care is beneficial for the Carer in their caring role. Characteristics 
about the Carer are expected to relate to their acceptance of respite and influences 
their use of respite options. The Carer's characteristics which will be described 
are demographic details, their burden of care, their emotional health and their 
experience with respite. The literature suggests that these characteristics might 
influence the Carer's experience of their role (Field et al.l995; Hinton, 1994; 
Schachter, 1992; Addington-Hall et al., 1991; Howell, 1986). 
The Carer's acceptance of respite will be considered in relation to the Carer's 
preference for type of respite, the use of respite options currently and the benefit 
this may have. The literature does suggest that respite care will influence the 
experience the Carer has in their role in other care situations (Caradoc-Davies and 
Harvey, 1995; Stephenson et al., 1995; Theis et al., 1994). A retrospective study 
suggests that respite care might also be helpful for Carers in palliative care 
situations (Seale and Cartwright, 1994). 
Carer Characteristics Outcomes 
Demography 
Burden of Care 
Emotional state of Carer 





Use of Respite 
Benefit of services 
Figure 1: Conceptual framework - Carer characteristics, influence, 
acceptance and use of respite. 
2,5 Questionnaires as a method to collect data: 
"A descriptive survey is conducted to identify or describe a concept in a real-life 
situation" (Bums and Grove, 1987:63). 
Questionnaires as a method for collecting information are attractive because the 
process is standardised and the researcher is sure that everyone has been asked the 
same question. Questions must relate to the subject area and there must be 
correspondence between the intention behind the question and the way the person 
will interpret it (May, 1993:77). Vachon et al. (1995) recommend that research 
tools which are administered to patients and family members must be brief and 
easily completed by them. 
Questions can be open ended or closed. Closed questions are easier to analyse but 
may be difficult for people to answer because the options may not apply to them. 
Open questions are more difficult to analyse but they do encourage the participant 
to share and contribute. One of the greatest risks in developing response-sets is 
leaving out an important alternative or response (Bums and Grove, 1987:314), this 
can be overcome by leaving space for an altemative reply. 
A mixture of question style is more interesting for the participant and may aid 
concentration (May, 1993). If all questions are formatted similarly (eg Likert 
type scale) on a table, it is tempting to answer all the questions similarly (eg down 
the middle line). A few questions reworded with the same content can detect the 
reliability of the respondent, but may be merely testing their comprehension. 
Survey research by mail questionnaire does have limitations in helping the 
researcher understand the context of the respondent's situation. However, it is a 
good way of collecting a large amount of information with a limited budget; large 
samples being necessary for descriptive and explanatory analysis (Babbie, 
1983:237). 
This study is about a complex set of issues, difficult to capture in a short survey 
questionnaire. Superficiality can be a drawback (Babbie, 1983:238) but it is 
hoped that extra space for the respondent provided encouragement to comment 
further. In a relatively large study like this one, a survey questionnaire may help to 
identify groups with specific characteristics and needs, who can be targeted for 
further research through methodologies which lend themselves to more indepth 
study. 
The response rate of questionnaires that are mailed out is generally lower than 
with personal or telephone interviews. However, a response rate of less than 50% 
would put into doubt the representativeness of the sample (Bums and Grove, 
1987:314). Babbie (1983:226) states that a response rate of 50% is adequate, 60% 
is good and 70% is very good. This research is aimed at Carers who may feel that 
they akeady have more than enough to do, so a response of 50%) or greater would 
be considered a satisfactory result. 
In a study to gain the perceptions of Caregivers about respite services for the 
elderly, Miller and Goldman (1989) utilised a postal questionnaire (n=48) and had 
a 48%) (n=23) response rate. A postal survey of Carers in Britain yielded a 
response rate of 67.6%, although 63.2% were used for analysis (Mudge and 
Ratchffe, 1995). The purpose of Mudge and Ratcliffe's (1995) survey was to 
discover current utilisation of services and needs for future health service 
planning, although 31%) of potential respondents were not sent the questionnaire 
as they were judged inappropriate to complete the questionnaire. The report did 
not state what the exclusion criteria were. 
Dawson (1991) studies four different groups of Carers to determine their 
satisfaction with terminal care settings for their relative. The response rate ranged 
from 39% to 73%. The response rate was highest from those relatives who had 
their relative die at home with a community based hospice programme and lowest 
from the groups which experienced conventional hospital care. The range in 
response rates suggests that people are more likely to participate if they can relate 
positively to the questions being asked. 
Dillman (1978, cited in Babbie, 1983) stresses that getting the best response to a 
survey requires attention to the total research design method rather than relying on 
one or two aspects, which could be gimmicks. Incentives such as token gestures 
to win a prize if the reply is received before a certain date, are unlikely to work if 
the potential participant cannot relate to the subject or cannot understand the 
questions. In this study, the Carer (potential participant) was offered a good 
quality tea bag as a token of appreciation. It was hoped that this was received as 
being supportive in the absence to a face-to-face situation. 
Cassileth and Lusk (1989) assert that it is necessary for palliative care that the 
exchange of information between palliative care professionals and other health 
care professionals to be based upon scientifically sound studies. However, study 
methodology is influenced by the financial resources and the expertise available to 
conduct the study. Palliative care services in Australia still lack funding for 
service provision, and palliative care is not yet well represented in academia. 
Therefore an inexpensive method such as a survey by mailed questionnaire is an 
economical way to conduct research despite some methodological limitations. 
Kristjanson et al. (1994) describe palliative care populations as vulnerable when 
considering ethical issues in palliative care research. These authors suggest that 
the changing condition of the patient may mean that they are not always capable 
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of withdrawing from a study even if they would have wanted to. Also, often the 
researcher and clinician are the same person, which can cause conftisions about 
research and treatment. Participating in research can also contribute to the 
person's physical and emotional stress. 
The method of study in this research has some advantages in approaching a 
vulnerable population. First, no relationship exists between the researcher and the 
participant, therefore no obligation to participate should be felt. Secondly, the 
participant can choose to answer all of, or only some of the questions and does not 
have to participate at all if answering the questions is too distressing. It may also 
be that participants would be more inclined to be honest in their replies, because 
the answer will not affect their relationship with their professional Carers. 
Very few studies use a "pen and pencil" type questionnaire approach (Kristjanson 
et al., 1994). The risks of such a method may be considered low, but researchers 
must be aware of subject burden, and the possibility of adding stress to the patient 
and family. When planning the timing of this study, the researcher negotiated a 
suitable date which did not clash with other studies planned by the Agency which 
was providing access to the study population. 
2,6 Summary 
Studies cited in this literature review indicate that there is much to be learned 
about the needs of Carers and how best to assist them in their role. Stresses such 
are fatigue in the caregiver role, changing relationships and the burden of care 
have been discussed in previous studies in palliative care populations. How these 
factors can be assessed in clinical practice and appropriate interventions have not 
been identified. 
Chapter 3 
Method and data collection. 
3.1 Study design 
This study surveyed informal Carers of patients registered with the Silver Chain 
Hospice Care Service. These Carers v^ere caring for someone with a terminal 
illness at home. This cross-sectional research design was selected because it is 
useful for descriptive studies which seek to describe the characteristics of a given 
population. Furthermore, it provides an economical method of gaining reasonably 
reliable data. Reliability was achieved through the use of a standard set of 
questions asked of all Carers. The implications of using this method are that the 
study suffers from the limitations applying to most surveys. Of particular 
importance are problems in establishing causality with respect to acceptance of 
respite and lack of in-depth understanding of the Carer's situation. 
3.2 Sample selection 
The target population was Carers of clients being cared for by a palliative care 
Agency which is domiciliary based. It is estimated that 70% of people living in 
the Perth metropolitan area with cancer requiring terminal care are referred to this 
Agency (WA Hospice Palliative Care Association, 1995). Approximately 400 
people are registered for care at any one time with an average length of stay of 70 
days. This care is organised by eight teams, covering the Metropolitan area of 
Perth, with an average of 50 patients per team. 
This sample was drawn from people cared for by the largest Agency providing 
domiciliary palliative care in Perth. Therefore, the sample drawn is 
representative of the target population (ie informal Carers of clients of the 
domiciliary palliative care Agency) and the results are generalisable to this target 
population. Some bias was unavoidable, for example, certain Carers were 
excluded from the study. 
The staff of the Silver Chain Hospice Care Service were asked to exclude Carers 
who meet the following criteria: 
1. Referred to the service for one week or less 
2. The patient is expected to die within the next week. 
The rationale for this was that Carers in these situations are known to be 
particularly stressed and tired, and less likely to respond positively to the study 
and in fact may view it as an invasion and rather tactless. It was considered that 
as the Agency was obviously involved in providing support, the Carers may have 
directed such negative feelings toward the Agency and the Survey. 
5,5 Ethical considerations 
The confidentiality of the information collected was maintained. In this study, no 
identifying data was collected, and care was taken to ensure that the participant 
cannot be recognised in the final analysis. Returned questionnaires were carefiilly 
stored by the researcher in a locked cabinet when not in use. 
Asking questions of an emotionally vulnerable population such as Carers of 
people with a terminal illness requires very thoughtful implementation of the 
process. A fairly impersonal method, such as a postal survey can potentially put 
the Carer at risk. Questions could be perceived quite differently to the 
researcher's intent where sadness, anger or resentment are the reaction. 
The tone of this questionnaire and accompanying letter (Appendix 2 and 4) was 
warm and sincere so as to instil confidence in the participant that their 
contribution was important and that there is no intention to pry into their personal 
world at this sensitive time without there being some benefit from their help. 
Also, it was hoped that if there are any concerns that the availability and perceived 
sensitivity of the researcher would give participants the opportunity to voice these. 
Although the Agency was not conducting the research, it is involved tlirough its 
endorsement and support of the project. Therefore, it was important that staff of 
the organisation who care for the research participants are informed about the aims 
and purpose of the study and the method of data collection. They were also given 
a copy of the package (Appendices 1, 2, 3, and 4) being sent to their Carers 
(clients) so that they were familiar with all aspects of the study. They were also 
instructed in how to field questions and any adverse reaction. 
This research proposal was approved by the University of Wollongong Human 
Research Ethics Committee and by the Ethics Committee of the Agency involved. 
3,4 Questionnaire design and content (Appendix 4) 
The questionnaire was designed to describe information in the following 
categories: 
1. Background information to establish the age of the Carer, their relationship to 
the patient, whether they live with the patient and the geographic location of 
the patient. 
2. Questions were designed to establish the "burden of care" borne by the Carer, 
through descriptive information about other responsibilities (eg employment, 
number of dependant children), the number of hours spent caring for the 
patient, the amount of help required and the extent to which this was provided 
by someone else in addition to the Carer. To establish the "burden of care" it 
was also useful to identify whether the patient was safe at home without 
supervision. 
3. A question was also designed to establish the emotional health of the Carer, in 
which the Carer was asked to state how they felt they were managing, concern 
about their own health, tiredness, and support from others. 
4. The remainder of the questions were to establish the Carer's knowledge of and 
attitude to respite care. This included questions about preference for place of 
respite, how the Carer would use respite time, whether the Carer perceived 
that respite had any benefits for the patient, whether respite was already being 
accessed and the frequency of respite if wanted. 
Questions had response options and most questions invited the Carer to offer 
further comment. 
The questionnaire is not based on any previously used or validated tool. The 
content is based on the conceptual frame work of the study (Figure 1, pi 1), and on 
the experience and knowledge of the Researcher; who has 15 years experience as a 
professional provider of palliative care services. To enhance the content validity 
of the questionnaire it was reviewed by eight professionals directly involved in 
palliative care provision and modifications were based on their recommendations. 
The questionnaire was pilot tested on several past Carers for clarity and 
appropriateness and modified accordingly. ReHability was not tested due to time 
constraints. 
5,5 Procedure 
The Agency identified Carers who met the inclusion criteria. They were provided 
with 301 stamped envelopes containing the introductory letters, consent form, 
questionnaire copied onto coloured paper (yellow to be bright and fiiendly, this 
may also have less chance of getting mislaid), a tea bag and stamped addressed 
envelope. The tea bag was included as a fiiendly and caring gesture, so it may 
humanise the impersonal research method. The Agency fixed addressograph 
labels onto the envelopes and posted them. Returned questionnaires were 
addressed to the work address of the researcher. 
A record of the number of envelopes sent was kept. As recommended by Babbie 
(1983:224) a table to monitor response rate was kept and each questionnaire was 
assigned a number as it was received. The return rate was 40% by end of two 
weeks, therefore a reminder letter (Appendix 5) was sent to all potential 
respondents, in which they were again invited to participate and provided with a 
telephone number to request another questionnaire if necessary. 
3,6 Data Management and Analysis 
3.6.1 Quantitative 
The questionnaire was designed to make coding of data a simple task. Coded data 
was entered into a computer using SPSS (Statistics Programme for Social 
Sciences). The data was analysed to establish frequencies of data items and 
statistical tests were used to examine associations between variables. This is 
described in the results, Chapter 4. Statistical significance was set at the 0.05 
level. Data was arranged into tables, and grids for correlations (Appendix 6). 
3.6.2 Qualitative 
Comments were entered into tables according to question and participant 
identification number, so that these could be sorted as required. The qualitative 
data from the comments made by,the participants was analysed for common 




This section describes the results of the study. First, the response rate is reported 
followed by demographic details about participants. Then the data related to 
establishing the burden of care bom by respondents is reported. Finally, data 
relevant to each research question is reported. Qualitative data is reported with a 
theme analysis of the comments made by Carers. 
4.2 Response 
A total of 301 survey questionnaires were mailed to Carers registered with the 
Silver Chain Nursing Association. The final sample was 158 returned 
questionnaires were returned. Fourteen people responded by telephone, to inform 
the researcher that they had received the questionnaire, but believed that it did not 
apply to them. Of these fourteen people, seven were not actively providing care, 
five patients reported that they did not have a Carer, and in two cases the patient 
had recently died. This reduced the sample size to 287, of which 158 
questionnaires were returned, providing a response rate of 55%. 
4.S Demographic details about the participants 
The age and sex distribution of the participants is detailed in Table 1. Thirty eight 
percent of participants were male and 62 percent were female. The age 
distribution between those under 60 years and those over 60 years was relatively 
even; 73 (46%) participants were 60 years of age or under and 83 (53%) 
participants were over 61 years of age. 
Age range Male Female Total 0-40years 1 11 12 41-50years 7 18 25 51-60years 15 21 36 61-70years 13 28 41 71-80years 20 14 34 81+years 3 5 8 missing 1 2 Total (3S Vo) 60 (62Vo) 9 7 158 Table 1: Age and sex distribution of participants. 
Three quarters of the Carers were the spouse or partner of the patient (Table 2). 
Ninety three per cent (93%) Hved in the same residence as the patient, 6% did not 
Hve in the same residence, and data was missing for one respondent on this 
question. 
Relationship to the patient number Per cent (%) 
spouse/partner 118 75 
child 22 14 
relative (eg aunt, niece) 4 2 
friend 3 2 
parent 8 5 
missing 3 2 
Total 158 100 
Table 2: Relationship of the Carer to the patient. 
4,4 Assessment of burden of care 
The burden of care was estabhshed by collating all data related to questions 
individually about other responsibilities, hours of care provided, whether the 
patient is safe alone at home, the amount of help needed by the patient and 
provided by the Carer, and then ranking results by a low, medium or high rating. 
Then scores (low, medium or high) for each question were added together, a mean 
calculated, and each respondent was assigned a score for burden of care to be low, 
medium or high. Data is presented in raw form, and in the recoded form of low, 
medium or high. 
4.4.1 Other responsibilities 
Participants ticked a list to indicate the number of other responsibihties they have, 
other than caring for their patient (Appendix 4, Section B, Question 1 of the 
questionnaire). Eighty three people (54%) reported that they had no other 
responsibilities and were ranked low, however 11 of the total sample added that 
they now have the whole household to look after, chores which were shared before 
the patient became sick. Sixty seven (44%) reported that they had one or two other 
responsibilities which is moderate, and three people had three to five other 
responsibilities and were categorised as having a high level of other 
responsibilities. Data was missing for 5 participants. Table 3. 
Other responsibilities n Burden of care 
None 83 Low 
One to two 67 Moderate 
Three to five 3 High 
Total 153 
Table 3: Other responsibilities borne by Carers 
4.4.2 Hours of care provided by Carer 
The number of hours of care provided by Carers is detailed in the table 4. The 
calculation of "burden of care" is shown in table 4. These results indicate that 
more than half of the participants perceive themselves to be caring for their patient 
for more than 13 hours per day. 
Hours of 
care 
Response Burden of care Frequency per cent 
0 - 2 hours 21 low = 1 21 13 
3 - 4 hours 15 moderate = 2 } 
5 - 8 hours 25 moderate = 2 } 40 25 
9 -12 hours 19 high = 3 } 
61 13-24 hours 73 high = 3 } 92 
missing 5 1 
Total 158 100 
categories low, moderate and high. 
4.4.3 Ability to leave the patient alone 
All respondents answered the question about whether they could leave their 
patient home alone while they went out shopping. Seventy one Carers (45%) 
stated yes and were rated low for this question. Fifty nine Carers (37%) stated 
sometimes and were rated moderate, and 28 (18%) stated that they could not leave 
their patient at home alone safely, a high burden of care rating. 
More than half of the Carers (87) wrote comments in the space provided about 
their ability to leave the patient at home alone while they went shopping. Seven 
themes were identified in these responses and a summary of the six most firequent 
comments is in Table 5. The uncertainty about the patient's situation and the 
requirement of the Carer to constantly re-evaluate was a dominant theme. The 
Carers reported feeling anxious or uncertain about leaving the patient and made 
sure that the absence would be short. Even where the Carer did feel confident 
leaving the patient, they indicated that this may not always be the situation. 
Theme of comments (n) Example quotes 
Needs constant care and is 
not safe (23) 
"patient is subject to seizures and is totally dependent" 
"needs constant looking after" 
Able to leave for a limited 
time only (22) 
"try not to be more than Vz - 1 hour, usually in the morning when 
patient resting" 
"I would only make it a short stay from our home - 'A hour 
approximately " 
Depends on how the patient 
is on the day (21) 
"his sickness varies from day to day " 
"if he is not feeling well I make other arrangements " 
Is independent (11) "my husband is at present able to fulfil all his personal requirements " 
Feels insecure about leaving 
the patient (10) 
"I carry a mobile phone when I leave the house. " 
OK now, but aware this 
may change any time (7) 
"at this stage of my patient's illness this is possible, but deterioration is 
inevitable " 
Table 5: Six main themes from Carers' comments about being able to leave 
their patient at home safely while they went shopping with quotes as 
examples. 
4.4.4 Patients' need for help with activities of living 
Three questions related to the patient's need for help with activities of living and 
the Carer's role in providing this help, and to the length of time the patient had 
needed the amount of help being reported. The amount of help needed and help 
given was positively correlated (Pearson's R = .80, p<0.001). 
Activity Help needed bv oatient Help provided bv the Carer 
Toileting/bathing 81 69 
Giving medication 102 107 
Laundry/washing 131 136 
Shopping 126 134 
Walking/mobility 74 71 
Driving to appointment 119 104 
Sitter while I go out 51 -
Meal preparation 127 131 
Help to eat/drink 27 27 
Missing 12 9 
Total number of Carers 158 158 
Number of activities burden number per burden number per 
of care cent of care cent 
1-4 low 43 27 low 52 33 
5-6 mod 41 26 mod 55 35 
7-9 high 61 39 high 42 27 
missing 12 8 missing 9 5 
Table 6: Help needed by the patient and provided by the Carer and recoded 
into categories low, moderate and high. 
Over half (56%) of the Carers reported that the patient had needed this level of 
help for three months or more. Twenty one (13%) Carers reported that this help 
had been required for three months or less, 19 (12%) for two months or less, 15 
(9%) for one month or less, 5 for one to two weeks or less and 2 Carers for one 
week or less. Sixteen Carers (10%) did not respond to this question. 
4.4.5 Help provided by people other than the Carer 
Help was provided by others for most activities in less than 30% of respondents. 
The majority of tasks undertaken by others were done by other family members 
and friends and were non personal care activities like shopping, driving to an 
appointment, sitting with the patient while the Carer was out of the house. Nurses 
or Care Aides were reported to help with activities such as toileting^athing and 
giving medications in less than 20% of cases. Sixteen Carers (10%) did not 
respond to this question. 
The overall burden of care bom by Carers was calculated as follows: [other 
responsibilities + hours of care + safe at home + patient needs + carer help] / 5 = 
mean score. 
The burden of care for Carers in this study is demonstrated in Table 7. 
Approximately one third of Carers fit into each group. 
Burden of care Range Number of Carers per cent 
low 1.0-1.6 45 28 
moderate 1.61-2.2 49 31 
high 2.21-3.0 44 28 
missing 20 13 
Total 158 100 
Table 7: Burden of care as a composite score. 
4,5 Emotional health of the Carer 
The emotional health of Carers was assessed with a self reporting response on a 
Likert scale to statements concerning the Carers' perception of the management of 
their situation, their coping, concern for their own health, worry about the patient, 
feeling tired, feeling isolated, and feeling supported. These indicators for 
emotional health were based on the experience of the researcher and extensively 
discussed with colleagues with experience in providing palliative care. Carers 
were asked to answer the questions relative to how they were feeling during the 
past week. The Likert scale ranged from strongly disagree to strongly agree, and 
has been condensed into disagree, not sure and agree. Table 8 is a summary of the 
response to each statement in percentages. 
The results show that the majority of Carers perceived themselves as managing 
and coping well and that they felt supported by the help they had been given. 
However, they did feel concerned about their health, worried about their patient 
and felt tired, and isolated. 
Statement disagree not sure agree missing n=158 I believe that I am managing my life 10 13 64 13 100 well 
I believe that I am coping well 12 12 68 9 100 I am not concerned for my health at the 36 16 36 12 100 moment 
I am worried about the patient I care for 38 8 46 8 100 all the time 
I do not feel tired, most of the time 39 10 40 11 100 I do not feel isolated from my friends 52 5 31 12 100 and family 
I feel supported and helped by the help 8 7 75 10 100 people have given me 
(results in %). 
Comments relating to these questions were made by 102 Carers and these were 
summarised into eleven themes. The main themes from the comments made by 
the Carers were that the Carers' emotions fluctuate, some feel they need a break, 
some are coping well. Carers are grateful for the support of the Hospice service, 
and some are worried about coping in the future as the patient's condition 
deteriorates. Seven Carers commented on the positive support they received from 
family and friends and six Carers criticised the lack of support from family and 
friends. Table 9 details the five main themes from the responses made by Carers 
regarding their emotional health. 
Theme of Comments (n) Example quotes 
My emotions are up and 
down (20) 
"if I answer the questions on a different day some of these responses 
would be different as moods, needs and coping with things are on a 
rubber band and slide up and down as different situations or 
circumstances arise " 
"sometimes I feel I am coping well but other times it just all gets on top 
of me" 
I need a break (18) "There are so many chores that have to be done ....it is difficult to ask 
family and friends who call in for a quick visit...people want to talk to 
patient to cheer him up and leave Carer to clean up afterwards.... " 
I am coping (14) "Ifeel very content caring for the person I love " 
"I have wonderful help from my family and excellent Hospice Care too " 
I feel supported by the 
Hospice Service (14) 
"I am greatly helped by knowing there is help just at the other end of the 
phone" 
"Silver Chain is like a life line " 
I am concerned about 
coping (12) 
"I am concerned at how I will cope later - I feel quite weak as far as my 
emotions are concerned 
"I am coping as best I can however as time goes on it will get very bad -
I am worried about that" 
Table 9: The five main themes from comments made by Carers about their 
emotional health with examples. 
4,6 Attitudes to Respite Care 
Thirty eight per cent of Carers stated that respite would help them, 34 per cent 
stated that it would not, and 25 per cent were not sure. Six (3%) Carers did not 
answer the question. Comments regarding this question were made by 86 Carers. 
Table 10 details the main themes indicated that a large number of this group 
(34%) stated that respite might be needed later, some Carers rely on family or 
fnends for respite care, some need respite and that for some respite allowed them 
to do things for themselves. There were nine other themes which emerged from 
analysis of the comments, but the number for each were small, one to four Carers 
for each. These included that respite was already received, that respite would be 
good occasionally and that the patient doesn't want strangers in the home. 
Theme of Comments (n) Example quotes 
Maybe later (29) "not at this stage but maybe later" 
"at the moment I don't require respite care, but maybe a requirement in 
the future " 
Rely on family or friends 
for respite (12) 
"I do have family who can and do help most times " 
"We are receiving considerable help voluntarily from our family" 
I need respite (11) "the Carer lives with the patient's illness for 24 hours a day. Even 
career nurses only work a certain amount of hours, if they didn't they 
would burn out. Carers carry a heavy burden not only physically but by 
being emotionally involved with the patient. It is very difficult seeing the 
person being cared for going down hill " 
Respite lets me do things 
for myself (6) 
"respite gives me time to do things I'm unable to do when spouse is at 
home" 
Table 10: The four main themes from comments made by Carers about the 
need for respite care, with examples. 
When presented with respite options, 34 per cent did not want any, 30 per cent 
wanted a combination of respite in their home and out of home, 16 per cent 
preferred their patient to go out to a day care setting, and 9 per cent wanted 
someone to come to their home to care for their patient. Data was missing for 
11% of Carers. Respite was also perceived to have some benefit for the patient 
(Table 11). Fifty seven Carers also made comments about this question. The 
main themes were that Carers felt OK for the moment 26% (15), that they had 
enough family support 14% (8), that the patient is independent 12% (7), that the 
patient needs constant attention 8% (5) and that the patient prefers to be at home 
7% (4). The theme of the responses related mainly to reasons why respite was not 
required or could not be accessed by the Carers who made comments. 
Statement Responses Per Cent 
Yes 59 37 
No 25 16 
I'm Not Sure 57 36 
Missing 17 11 
Total 158 100 
Table 11: Benefit of respite for the patient, according to the Carer. 
Carers were also asked to state the frequency they would like to have respite if 
they wanted it (Table 12). Of the 38% of Carers who did want respite, most 
wanted respite once per week or twice per month. Four Carers who answered 
"other" for this question wanted a longer break, for example, to have a week off 
and go on a holiday. 
Statement Response Per Cent 
Twice Per Month 16 10 
Once Per Week 27 17 
Twice Per Week 12 8 
More Than Twice Per Week 2 1 
Not At All 63 40 
Other 16 10 
Missing 22 14 
Total 158 100 
Table 12: Frequency of respite stated by the Carer 
Less than half the Carers had had experience with respite either in their own home 
or out of home. Nine Carers (6%) had respite out of home on a regular basis, and 
16 (10%) had occasional out of home respite. Twenty seven (17%) Carers had 
respite at home on a regular basis and 22 (14%) on an occasional basis. Seventy 
four (47%) Carers had had no respite experience and 15 Carers did not answer this 
question. In the majority of cases with respite care experience 41 (26%) was 
provided by friends or family, 16 (10%) by volunteers and 10 (6%) by a day 
hospice service. 
4,7 The relationship between six factors which influence acceptance of 
respite care 
To analyse the extent to which the following six factors influenced acceptance of 
respite, the data for those Carers (n=57) who were not sure whether they would 
like respite have been removed from analysis. 
4.7.1 Hours of care provided by the Carer 
Chi-square analysis indicates a significant association between hours of care 
provided by the Carer and perceived need for respite, Table 13. If the Carer is 
providing a high number of hours of care then respite care is perceived positively. 
Conversely if the hours of care provided are low then respite is perceived as not to 
be needed. Where the hours of care are moderate, there is no difference in the 
perceived need for respite by the Carer. 
NEED FOR HOURS PROVIDED 
RESPITE 
LOW MODERATE HIGH TOTAL 
NO 11 14 25 50 
YES 4 15 40 59 
TOTAL 15 29 65 109 
p<0.05 (Chi-square=6.06, df=2) 
Table 13: The need for respite with the hours of care provided by the Carer. 
4.7.2 Amount of help the patient requires 
A positive association was observed between the amount of help the patient 
requires and the perceived need for respite, Table 14. 
NEED FOR 
RESPITE 
PATIENT'S NEED FOR HELI 






20 17 11 
8 15 36 
48 
59 
28 32 47 107 
p<0.001 (Chi-square = 17.62, df=2) 
Table 14: Patients' need for help related to the need for respite care. 
4.7.3 Amount of help given by the Carer and perceived need for respite 
There is a strong positive association between the provision of help and the 
perceived need for respite care, Table 15. Furthermore, a positive correlation was 
observed between the patient's need for help with daily activities and help 
provided by the Carer (Pearson's R=.80; p<0.001). 
NEED FOR 
RESPITE 
PROVISION OF HELP BY THE ( 





24 19 8 
11 26 22 
51 
59 
TOTAL 35 45 30 110 
p<0.01 (Chi-square = 11.93, df=2 
Table 15: Help provided by the Carer and the need for respite care. 
4.7.4 Number of additional responsibilities 
No association was observed between the Carer's other responsibilities and the 
need for respite. 
4.7.5 Whether the patient is safe at home alone. 
A strong positive association was observed between whether the patient can be 
left alone at home safely and the perceived need for respite, Table 16. 
NEED FOR SAFE AT HOME ALONE 
RESPITE YES SOMETIMES NO TOTAL 
NO 34 13 6 53 
YES 13 29 18 60 
TOTAL 47 42 24 113 
p<0.001 (Chi-square = 21.12, df=2) 
Table 16: The patient is safe at home alone, and the need for respite care. 
4.7.6 Emotional health of the Carer 
No association was observed between the need for respite and the Carer's mean 
score for emotional health (p=.29; Chi-square=2.46, df=2). However, on three 
individual questions, "managing well", "coping well" and "I am worried, items 
which related to emotional health a positive association was observed, Table 17. 
Statement about emotional health Association with need for respite 
care 
Result 
"I believe that I am managing my 
life well" 
Positive relationship between 
managing well and not needing 
respite 
p<0.001 
Chi-square = 17.01, 
df=2;n=101 
"I believe that I am coping well." Positive relationship between 




df=2, n= 104 
"I am worried about the patient I 
care for all the time" 
Positive trend in association 
between being worried about the 
patient and needing respite. 
p<0.05 
Chi-square= 6.5, df=2, 
n=107 
Table 17: Response to ind lividual statements about emotional health 
and the need for respite care. 
4. S The burden of care and need for respite and emotional health 
This section reports results about the burden of care borne by the Carer and its 
association with: 
1. perceived need for respite 
2. experience with respite care 
3. the emotional health of the Carer? 
4.8.1 Burden of care and the perceived need for respite 
A positive association was observed between the Carer's score for burden of care 
and their perceived need for respite, Table 18. 
NEED FOR BURDEN OF CARE 
RESPITE LOW MODERATE HIGH TOTAL 
NO 18 20 8 46 
YES 6 20 30 56 
TOTAL 24 40 38 102 
missing observations = 56; p<0.001 (Chi-square = 7.92, df=2)) 
Table 18: Burden of care and the need for respite care. 
4.8.2 Burden of care and experience with respite care 
No association was observed between the Carer's burden of care and their 
experience with respite care (p=.33, Chi-square=2.16, df=2). 
4.8.3 Burden of care and the emotional health of the Carer 
No association was observed between the burden of care and the mean score 
estimate of their emotional health, Table 19. However, an association was found 
between individual factors of emotional health as shown in Table 17. 
EMOTIONAL HEALTH 
LOW 
BURDEN OF CARE 
MODERATE HIGH TOTAL 
LOW 11 9 5 25 
MODERATE 16 29 33 56 
HIGH 5 5 6 102 
TOTAL 32 43 44 119 
missing observations = 39 
Table 19: Burden of care and emotional health score. 
4.9 Experience with respite and perceived need for respite 
A total score for experience with respite was constructed for each Carer by adding 
together all types of respite experience. A positive association was observed 
between the Carer's experience of respite and their need for respite, Table 20. 
NEED FOR RESPITE EXPERIENCE WI1 rH RESPITE 
NO YES TOTAL 
NO 34 13 47 
YES 22 34 56 
TOTAL 56 47 103 
missing observations = 55; p<0.001, (Chi-square = 11.25, df=l) 
Table 20: Experience with respite and perceived need for respite care. 
The estimation of "respite received" included both regular and occasional respite, 
provided within and outside of the patient's home during the previous month. 
When the same estimation is done based only on regular "respite received" both 
within and outside of the patient's home then the results are substantially 
different. Of the 56 Carers who perceived a need for respite, only 17 (30%) were 
receiving regular respite. 
4.10 Is the extent to which Carers feel support associated with their 
acceptance of respite? 
The majority of Carers (83%) felt supported by the help people have given them. 
However, of those Carers who perceive a need for respite, a higher number feel 
less supported. Table 21. 
NEED FOR 
RESPITE 
CARER FEELS SUPPORTED 
NO UNSURE YES TOTAL 
NO 
YES 
1 1 47 
7 6 42 
49 
55 
TOTAL 8 7 89 104 
missing observations = 54; p<0.05 (Chi-square = 8.03, df=2) 
Table 21: Association between Carer's feeling of support 
and the need for respite care. 
4.11 Do Carers prefer respite to be provided at home or in a day care 
setting? 
Carers do have preferences for where respite care should be provided, particularly 
those people who perceive a need for respite. An association was observed 
between the need for respite care and the place of respite care. Table 22. This 
preference for choice is also associated with Carer level of burden of care. Table 
23. 
NEED FOR PLACE OF RESPITE 
RESPITE PATIENT'S OUT OF COMBINATION NOT AT TOTAL 
HOME HOME ALL 
NO 4 5 7 28 44 
YES 9 15 25 8 57 
TOTAL 13 20 32 36 101 
missing observations = 57; p<0.001 (Chi-square = 26.93, df=3) 





PLACE OF RESPITE 
OUT OF COMBINATION NOT AT ALL 
HOME 
TOTAL 
LOW 6 5 4 20 35 
MODERATE 2 10 16 19 47 
HIGH 6 8 25 8 47 
TOTAL 14 23 45 47 129 
Table 23: The preference for place of respite and burden of care. 
A positive association between the Carer's perceived need for respite care, and 
their perception that this would also be good for the patient was observed (Table 
24). 
NEED FOR RESPITE RESPITE IS GOOD FOR THE PATIENT 
NO YES TOTAL 
NO 18 11 29 
YES 3 40 43 
TOTAL 21 51 72 
missing observations = 86; p<0.001 (Chi-square = 25.^ W, df=l) 
Table 24: Respite is perceived to be good for the patient 
and the need for respite care. 
Comments regarding the question about whether the Carer also perceives that 
respite would have benefit for the patient were received from 77 Carers. The main 
themes are that it would be good for the patient to have a break from the Carer 
(16), that the patient doesn't want respite or prefers to be at home (12), that the 
patient prefers family to come and provide care (12), that the patient is 
independent at present and doesn't need respite (10), and that the patient enjoys 
respite at the moment and likes the company (10). 
4.12 Does a live-in Carer identify the need for respite more than a Carer 
who does not live with the patient? 
The number of Carers who do not live with the patient was very small (6%) and 
no association was detected between live-in carers and those who do not live with 
the perceived patient in relation to the need for respite care (p=.32,Chi-
square=0.95, df=l). 
4.13 Summary of findings 
The findings of the study are summarised in Table 25. There is a significant 
association between the perceived need for respite care and the hours of care 
provided by the Carer, the amount of help the patient requires and the amount 
given by the Carer, whether the patient is safe at home alone, and whether the 
Carer is worried about the patient all the time. Other responsibilities of the Carer 
were not associated with need for respite care, and the Carer's perception that they 
are managing and coping well is associated with a perception of not needing 
respite care. 
The burden of care borne by the Carer was associated with the perceived need for 
respite services, but not associated with their experience of respite services or their 
overall emotional health. If Carers had received respite services they also 
perceived the need for respite services. When respite care was perceived to be 
needed Carers wanted this to be provided either out of the home or to be able to 
have a choice of home and out of come care. The need for respite care was not 
associated with the Carer living with or not living with the patient. 
Question Association Significance 
1. What is the relationship between the 
following factors and Carer acceptance of 
respite care: 
0 hours of care provided by the Carer Yes p<0.05 
0 amount of help the patient requires Yes p<0.001 
0 amount of help given by the Carer Yes p<0.01 
0 the number of additional responsibilities No n.s. 
0 whether the patient is safe at home alone Yes p<0.001 
0 the emotional health of the carer? 
° managing life well Inverse p<0.001 
° coping well Inverse p<0.001 
° worried about patient all the time Yes p<0.05 
2. Is the "burden of care" bom by a Carer 
associated with: 
0 perceptions need for respite services Yes p<0.001 
0 experience with respite services No n.s. 
0 the emotional health of the Carer? No n.s. 
3. Is experience with respite associated with Yes p<0.001 
a perceived need for respite services? 
4. Do Carers prefer respite to be provided at Out of home or p<0.001 
home or in a day care setting? a combination 
5. Does a live-in Carer identify the need for No n.s. 
respite more than a Carer who does not live 
with the patient? 
n.s.= no significance found 




In this chapter the findings of the study are discussed with reference to the 
conceptual framework for the study. A revised conceptual model based on the 
findings is then put forward. Finally the limitations of the study will be presented. 
5.2 Response 
The response rate in this study was 55%. This is acceptable for a postal survey 
(Babbie, 1983), particularly considering time constraints which limited a follow-
up request to one letter. It was also inappropriate to follow up Carers over a more 
extensive time period because it would not have been possible to know whether 
the Carers would continue to meet the inclusion criteria, for example, the patient 
was expected to die within the next week. 
A demographic profile of the population sample was not able to be obtained from 
the organisation caring for the patients and Carers in the study. Non-respondents 
may have viewed the survey as an intrusion into their lives. The letter 
approaching the Carers also stressed that their own priorities were more important 
(Appendix 2). The inability to describe the non-respondents and compare them 
with respondents is a limitation to the generalisability of the findings to the study 
population. 
5.5 Demography 
The demographic profile of the respondents is 62% female, with 47% under 60 
years of age. Other studies of Carers had a higher percentage of female Carers, 
66% (Dawson, 1991), 68% (Bramwell, 1995), 70% (Harrington et al., 1996), and 
89% (Theis et al., 1994). The age profile of Carers has not been described in these 
studies, except in range and mean, therefore comparison with this study's 
respondents is not possible. 
In 1994, 3667 people in Western Australia died of Cancer, 662 (18%) of whom 
were under 60 years of age (Threlfall, 1996). Thus it is possible that Carers under 
60 years old are over represented as respondents in this study. Addington-Hall et 
al.'s (1991) study of Carers of people who died of cancer reported that 73% of the 
Carers were over 65 years of age. 
Seventy percent (70%) of the Carers in this study were the spouse or partner of the 
patient. The vast majority (93%) of Carers in this study lived in the same 
residence as their patient, this is consistent with Addington-Hall et al.'s (1991) 
study which reported that 88% of Carers Uved in the same residence as their 
patient. The presence of a Carer is important so that the majority of the terminal 
phase of an illness can be spent at home (Thorpe, 1993). 
5.4 Burden of care 
The role of Carers appears to be a busy one for the majority of Carers in this study 
as 64% of Carers were found to have a moderate or high burden of care. The 
burden of care score was established by summing a score for the Carer's other 
responsibilities, hours of care provided, being able to leave the patient alone at 
home, the needs of the patient and the help provided by the Carer, and calculating 
a mean score. Seventy Carers had one or more other responsibilities, and of those 
three had more than three other responsibilities. Eleven Carers commented that 
they now had to take care of the household chores which were shared prior to the 
ilhiess. This was also a finding of a previous study of home care needs of patients 
and caregivers (Blank et al., 1989). Future surveys of this type could be made 
more relevant by including a question about additional housekeeping work 
undertaken by the Carer. 
Tliree-quarters of the Carer's (76%) in this study reported that they spent more 
than five hours per day providing care for their patient. This is the Carer's 
perception and Carer's were not asked to keep any records to answer this question. 
Almost half of the Carers (73) reported that they provided more than 13 hours of 
care for their patient. These perceptions indicate that Carers in this study were 
involved in their caring role for the majority of their waking day. Other studies 
have not asked this question, but Field et al. (1995) reported that 11 out of 27 
patients in their study of terminally ill patients required help at night. The 
findings of this study suggest a high level of commitment from Carers in their 
role. 
The implications of the number of hours in the caring role could be explored in 
future studies. Bramwell et al. (1995) studied the correlation between the number 
of hours of sleep by the Carer and their willingness to accept overnight respite 
care. The Carers who had less than four hours sleep indicated a perception of 
inadequate functioning and a need for overnight respite. 
The observation regarding the number of hours of care provided is supported by 
the response to the question about leaving the patient alone at home while the 
Carer went shopping. Fifty five percent (55%) reported that they could leave the 
patient sometimes or not at all. Comments made in response to this question 
indicate that the Carers opportunity to leave the patient fluctuates and that Carers 
respond accordingly. Furthermore, many Carers who could leave their patient at 
the time of the study could foresee that this would change in the future. 
Nine activities of daily living were listed, and the Carer indicated whether the 
patient needed help with these and whether the Carer provided this help. The 
responses to these questions were highly correlated and indicate that one third of 
Carers assist their patient with seven to nine activities. Two-thirds of the patients 
require help with five or more activities. Less than 30% of Carers received 
assistance from others with these practical activities. More than half of the Carers 
reported that they had been providing this help for three months or more. This 
further supports the perception of Carers that they are providing a large amount of 
care in terms of time and physical effort. 
Very little has been described about the activities of being a Carer in the palliative 
care literature. However, extreme fatigue and weakness are amongst the most 
common symptoms in advanced cancer (Howell et al , 1986; Hinton, 1994). 
Addington-Hall (1991) found that 41% of 80 patients were totally dependent on 
others in the last week of life and that there was no difference in dependency level 
between those patients who died in hospital and those who died at home. When 
the patients were at home the Carer provided the majority of the practical care. 
This demand on the Carer can become too burdensome and is frequently the 
reason for admission to inpatient care (Hinton, 1994). 
The burden of care was assessed using practical indicators such as practical help 
given by the Carer. The burden of care as a concept did not focus on the 
emotional needs of the patient which may also be met by the Carer. Emotional 
support may have an influence on the burden of care, and could be studied in 
future research. 
5.5 Emotional state of the Carer 
The emotional health of the Carer was assessed by their response to seven 
statements relating to their perceptions of themselves over the week previous to 
answering the questionnaire. The majority of Carers felt that they were managing 
and coping well and that they felt supported by others. However, approximately 
half of the Carers felt concerned for their own health, felt tired, isolated from 
others and worried about their patient all the time. These findings suggest that 
despite support, help and feeling in control, that the caring role is one in which 
people can feel quite alone. Comments made by Carers regarding these questions 
suggest that the emotional state of Carers fluctuates and that their future ability to 
cope concerns some of them. This comment from a Carer illustrates how much 
the Carer's feelings depend on what is happening to the patient: 
"My wife's serious illness caused me great concerns and woriy and my 
health was affected. She is now improving with treatment and regidar 
help of friends. My own health has also improved greatly. " 
Carer, male, 58 years old. 
5.6 Experience with respite 
The Carer's experience with regular respite in this study is limited to 10 per cent 
of the participants, although 38 per cent stated that respite would help them. The 
study did not identify why this is so, but lack of information could be a reason. In 
the study by Harrington et al (1996) it was found that four out of the ten most 
important needs identified by caregivers related to information. 
Harrington et al (1996) also found that a trusting relationship with the patient was 
the most important issue for the Caregiver. Despite the Carer being able to 
identify their own needs, if the needs are not congruent with the patient's wants, 
then the patient comes first. "...More than half of the caregivers commented that, 
while they recognised the importance of their own needs, they saw their own 
needs as secondary to their patients' needs" (Harrington et al, 1996:123). This 
point is illustrated by statements from two Carers in this study: 
"Knowing how valuable respite care is, the difficulty is in getting the 
patient to accept it. " 
Carer, male, 75 years old. 
"When the patient is not well they are so depressed, frail and dependent 
taking respite creates more problems. Sometimes this is very necessary for 
the Carer but a high price for the patient. Difficult decision to make. " 
Carer, female 65 years old. 
Seale and Cartwright (1994) in a study of day centre utilisation during the last 
year of life, found that Carers often identified the need for day care more often 
than the patient actually attended. The Carer could recognise the benefits of some 
relief from their caring role, but the patient did not want to go. These researchers 
speculate that the patients may not like to appear dependent outside their own 
home and do not like strangers taking care of them. 
5.7 Acceptance of respite and the use of respite 
Acceptance of respite care was influenced by the hours of care provided, the 
amount of help given by the Carer, whether the patient is safe at home alone and 
the emotional health of the Carer, on three indicators. The Carer's constant 
concern about the patient may alert the palliative care professional tliat some 
respite from the caring role may be helpful. The Carer's perception that they are 
managing and coping well may indicate a lesser need for respite even in the 
presence of a high burden of care. 
The total burden of care experienced by the Carer does influence the Carers 
acceptance of respite. Therefore, palHative care professionals need to be fully 
aware of the total situation of the Carer with regard to the care they are providing, 
how much time is taken up with this care, whether the Carer is housebound and 
what other obhgations or responsibilities they have. It is important to remember 
that Carers do not always express their needs openly (Davis et al., 1996). This 
may be because they are not asked the right questions or because they feel that the 
patient's needs are more important than their own. PalHative care professionals 
may also be reluctant to identify needs when they cannot offer a solution to a 
problem. 
5.7 Respite preference 
The preference for respite was for ,a choice of the patient's own home or out of 
home, rather than only one or the other. This was more so if the burden of care 
score was high. Many Carers are concemed that their patient is comfortable with 
the respite situation, that is, that they feel comfortable with the respite carer. One 
Carer wrote "it would depend entirely upon the personality of the person giving 
the respite care." 
5.8 Benefit of respite 
Carer's did however identify that respite can have benefits for the patient too. 
Sixteen Carers in this study made comments similar to these: " it must be boring 
to be stuck home with just me for company every day" and "it is very important to 
have time apart from each other to refresh our minds and stimulate our interest 
towards ourselves." 
5,8 Conceptual model 
The conceptual framework of the study has been revised using the findings of this 
study to illustrate the conceptual model (Figure 2) which palliative care 
professionals could use to identify Carers who could be assisted with respite care. 
Regular assessment of the situation will help to identify Carers who may accept 
help in this way. 
Carer Characteristics Outcomes 
Burden of care -
° hours of care provided, 
° amount of help given, 







Constant concern about 
the patient 
Experience with respite ^ 
RESPITE 
Choice of in the 
home and out of 
home respite care 
Use of Respite 
Benefit of services 
for the patient and 
the Carer 
Figure 2: Conceptual model - Carer characteristics associated with 
acceptance of respite services. 
Hospice and palHative care services consider the patient and their family to be the 
unit of care. However, in reality the major focus of care is the person with the 
illness (the patient) both from the Carer's and service provider's perspective. 
Carers who have participated in previous studies (Davis et al., 1996; Harrington et 
al., 1996; Schachter, 1992; Addington-Hall, 1991) have indicated the need for 
information. However, to overcome the problem that Carers identify the need for 
respite but patients are reluctant, the need for information should be directed to 
the patient as well. Perhaps patients need to have a better appreciation of the total 
situation rather than mainly that of their own. Also, assessment of the Carer needs 
to be more focussed upon the Carer's need and situation. 
The health care system generally focuses upon the patient and their illness for the 
major part of the illness continuum, therefore the transition to a patient and family 
focus as the unit of care may be quite difficult to make when hospice palliative 
care services become involved. This need for family involvement is eluded to, by 
a comment made by a Carer in this study: 
"I wish that friends and family would provide a greater role in providing 
respite, as that would be more acceptable to my husband. Whilst they keep 
in touch, they don't offer to assist. " 
Carer, female 52 years old. 
As the demand on family and friends of people with a terminal illness to provide 
care in the community increases, hospice palliative care providers need to be 
aware of the Carers' situation and the need for respite. Palliative care 
professionals could also play a role in assisting the patient to accept that a constant 
24 hour care situation is only sustainable for a short period of time without 
compromising the Carer's own emotional and physical health. Perhaps Carers 
need paUiative care professionals to be their advocates as well, in this situation. 
Health care planners and providers need to be involved in educating the 
community about the "Carer's role", since everyone is potentially a provider or 
recipient. Conmiunity support options need to be developed, and access improved 
through information. However, all of us are also potentially support people, that 
is family and friends of someone who is in the situation of caring for someone 
who is sick at home. Community education could be targeted at suggesting 
helpfril ways to be supportive to the Carer and the patient, so that the Carer and 
patient are not expected to play host and hostess to visitors in the situation where a 
person is ill. 
5.9 Limitations of the study 
There are limitations to the scope of this study based on the postal survey method, 
which does not allow issues to be explored fiirther, and where access is not 
personal, as it would be on a telephone for example. Furthermore, this method 
makes it difficult for the Researcher, when studying a sensitive issue and within a 
sensitive population, as it is not possible to personally identify Carers who seem 
to be emotionally distressed. In a face to face, or telephone interview the 
Researcher could offer to alert Health Carers to potential problems with 
permission from the participant. 
There are also limitations as to the generalisability of the findings to the study 
population, because it was not possible to describe non-respondents. This could 
have been improved by including a method to more cleariy identify the sample 
population through demographic data. This study focused on a specific group of 
Carers from a large Agency providing domiciliary palliative care. However, the 
study does provide some direction for future research into the needs of Carers who 
are caring for someone with a terminal illness. 
This study could also have been strengthened by the use of validated instruments 
to measure burden of care and emotional health. Lack of specific, reliable and 
simple measures for research into the experiences of the palliative care population 
are limiting factors in palliative care research (Vachon et al, 1995). Further 
development of the measures used in this study may assist in establishing such 
measures. ' 
Chapter 6 
Conclusions and Recommendations 
''There are so many chores that have to be done. .... People want to talk to the 
patient to cheer him up and leave the Carer to clean up afterwards...." 
Carer, female, 65 years old.. 
This study surveyed 158 Carers who are providing care for a person with a 
terminal illness at home. It is concluded that the important factors influencing 
Carer acceptance of the need for respite are: 
1. the number of hours of care provided by the Carer to their patient 
2. the amount of help required by their patient 
3. the level of help provided by the Carer to their patient 
4. whether the patient can be left alone at home or not 
5. whether the Carer perceives they are managing their life wellor not 
6. whether the Carer believes they are coping well, and 
7. the extent to which the Carer is worried about the patient. 
Further, this study concludes that the burden of care borne by a Carer influences 
their readiness to accept respite services. However, more than one third (38%) of 
Carers identified the need for respite, but only 10% of Carers reported that they 
receive respite care. This indicates that there are implications for palliative care 
practice. 
It is recommended that palliative care professionals should assess the Carer 
regularly with particular attention to the overall burden of care borne by the Carer 
including being housebound, the constant concern expressed by the Carer about 
their patient and their response to being offered the opportunity for respite. 
However, palliative care professionals should be mindful that acceptance of 
respite care depends on a number of factors. This includes having a choice of in 
the home and out of the home respite, and whether the patient will accept the 
respite service as a substitute for their Carer. 
It is recommended that the findings of this study be used to develop an assessment 
tool which would assist palliative care professionals to identify those Carers who 
could be helped through the provision of respite services. However, further 
development of the concept of burden of care and emotional health in this 
population would need to precede this. The burden of care in this study focused 
only on the practical help and time provided by the Carer and did not take into 
account the emotional support given by the Carer to the patient which may also 
impact on the Carer's perception of their burden. 
Health Planners should be aware of the need to provide a range of respite service 
options for Carers. Respite care should be available as an integral part of 
providing care at home. It is recommended that the findings of this study be used 
to educate the community about the burden of care borne by Carers and their need 
for respite services. 
The reality is, that with an increase in the aging population over the next half a 
century, a Carer may have to be a Carer more than once. Health planners must 
ensure that the Carers of the future are able to last the distance by ensuring that 
respite services are available, informing them about respite care and assisting 
them to gain access to appropriate support. 
Following the development of reliable measures a replication of this study in other 
populations would further help to inform palliative care service providers and 
health planners about the needs of Carers in palliative care situations. 
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Appendices 1, 2, 3,4, 5 
Letters and Survey Questionnaire sent to Carers 
Appendix 1 
S I L V E R C H A I N 
N U R S I N G 
A S S O C I A T I O N 
28 May 1996 
Dear Carer 
Enclosed in this envelope you will find a questionnaire which is designed to learn more about 
your situation and needs. The study is being conducted by Ellen Nightingale, who is a student 
of Wollongong University and an experienced palliative care nurse in Perth. 
We believe that the results of the study will help us to know more about the needs of Carers 
and therefore help us to plan our service to meet those needs better. Findings may be of 
benefit to people beyond our Hospice Service. 
This study has been approved by our Research Committee, we support its aims and we would 
like to invite you to participate. However , I would like to assure you that no information 
about you has been given to the researcher and as no identifying information is requested in 
the study, your contribution is confidential and anonymous. Your choice to participate is 
entirely private between yourself and the researcher, and your choice does not effect the care 
you receive. 
This study is not being conducted by the Silver Chain Hospice Care Service, so if you have 
any questions please don ' t hesitate to give Ellen Nightingale a telephone call on the numbers 
she has listed. 
Thank you in anticipation of your participation. 
Yours sincerely, ^ 
Dr Michael Smith 
Director of Clinical Services 
Hospice Care SeiA/ice. 
HOSPICE C A R E S E R V I C E 
6 S u n d e r c o m b e Street Osborne Park Western Austral ia 6 0 1 7 
Te l ephone (09 ) 242 0 2 8 9 Facs imi l e ( 0 9 ) 4 4 4 7 9 0 4 
C A R I N G I N T H E L C O M M U N I T Y 
Appendix 2 
Ellen Nightingale 
PO Box 1060 
Subiaco 6008 
28 May 1996 
Dear Carer 
I am writing to you to invite you to participate in a study which is concerned with the needs 
of Carers providing care for someone who is seriously ill at home. 
I am a student of the University of Wollongong and have also been involved in palliative 
care in Perth for 15 years. I am interested in finding out more about the impact of caring for 
someone who is very ill and the acceptability of some of this care being shared without 
involving admission to a hospital or hospice. 
You are already receiving some assistance from the Silver Chain Hospice Care Service and I 
have asked their staff to forward my letter and questionnaire onto you. In this way you can 
be assured that your answers will be completely anonymous. All information gathered will 
be grouped so your personal details will not be recognisable. 
It will be very helpful if you would fmd the time to answer the short questionnaire attached. 
The questionnaire may look rather long. I have been careful to space the questions out and ^ 
print them in a larger size, so that they are easier for you to complete (but I have taken the 
liberty of printing both sides of the page to save tress). I anticipate that completing the 
questionnaire will only take 15-20 minutes, and I have enclosed a tea bag so you can have a 
cup of tea and relax white you are ticking boxes and writing notes. Please accept this as a 
token of my appreciation of your help. 
Your contribution will be highly valued and used according to the highest professional 
standards to make available information which a can be used to improve care for Carers. If 
you have any concerns at all, or if you would like further information please telephone me at 
work on a 382 9333 or at home on » 385 5167. Please return your completed consent form 
and questionnaire in the stamped addressed envelope provided by 24 June 1996. 
If you wish, I would be very glad to provide you with a short report of the study. Please 
write your name and address on a separate piece of paper and return it with the 
questionnaire. 




University of Wollongong 
Human Research Ethics Committee 
CONSENT FORM 
Title: Respite care for people with a terminal illness: what 
do carers want? 
Researchers Name: Ellen Nightingale 
This research project is being conducted as part of a Master of Science (Health Policy and 
Management) supervised the Department of Public Health and Nutrition at the University of 
Wollongong, 
The purpose of the research is to find out more about the needs of Carers who are caring for a 
seriously ill person at home, particularly about the need for relief at times from the responsibility and 
practical support they give to the person who is ill. This research is being done via a postal 
questionnaire and requires approximately 15-20 minutes of your time. Some people may find 
completing the questionnaire difficult because it asks the Carer to reflect on their need for support. 
Participating in this study is not intended to add to your situation if it is difficult. If you have any 
concerns in this regard, please get in touch with the Researcher by telephone. 
This research is completely confidential and participation does not effect the care you receive in any 
way. Participation in the study is voluntary and only summarised data will be reported. Your 
contribution will be highly valued and used according to the highest professional standards to make 
available information which can be used to improve care for Carers. 
If you have any enquiries regarding the conduct of the research please contact the Secretary of the 
University of Wollongong Human Research Ethics Committee on 
(042) 214457. 
If you agree to participate please read the statement belov^ ,̂ sign and date it, and return it with 
the questionnaire in the envelope provided. (It is important to include this with the 
questionnaire, otherwise your information cannot he used.) 
I understand that the information collected in this questionnaire will be 
used for the purpose of conducting the research as outlined above, and I 
consent for the information to be used in that manner. 
I agree to take part. 
Signature: Date: 
Appendix 4 
SURVEY OF CARERS TO DISCOVER 
THE INEED FOR RESPITE CARE. 
Please complete the questions below by following the instructions given for each question. 
Most questions ask you to comment further, and this is appreciated even if just in very brief 
details. 
For the purpose of this survey definitions are: 
1. Patient is the person who is ill and requires care; (/ would like to say at this point 
that I realise that you would not normally refer to the person you are caring for 
as your patient, as your relationship is much more personal. However I think that 
an, easily understood name to describe the person you care for is needed, so that 
the questions are not too ackward and wordy.) 
2. Carer is the person who cares for the person who is ill. 
3. Respite care is care provided for the patient by someone else with the main 
intention of providing relief/rest for the Carer/s, eg day care away from home. 
Section A: Details about you, the Carer. 
1 Age in years: 
2 Sex: male • female • 
3 Relation3hip to the patient, tick ( ^ ) one: 
• spouse/paitner 
• child 
• relative (eg aunt, niece): please name the type of relationship: 
• friend 
• parent 
• other, please specify 
Do you live at the same residence as the patient: • Yes • No 
Post code of the patient 's address: 
Section B: Please answer the following questions as they relate to your 
situation. 
1 What other responsibihties (hsted below) do you have, other than providing 
care for your patient? 
y which ones apply to vou. it may be more than one: 
part-time work outside the home (either paid or unpaid) 
full-time work outside the home (either paid or unpaid) 
children between 13 and 17 years of age 
children between 6 and 12 years of age 
children between 0 and 5 years of age 
another sick or frail relative 
none 
other, please describe briefly 
2 The amount of time needed to care for a patient at home is different in every 
situation. How much of you day is presently devoted to caring for your 
patient. Please ^ the most accurate box: 
0 - 2 hours 
3 - 4 hours 
5 - 8 hours 
9 -12 hours 
13-24 hours 
3 Please respond to the following statement: 
"I can leave may patient safely at home alone while I go out shopping." 
• Yes • No • Sometimes 
Comments: 
The following 4 questions relate to your patient's need for help with activities: 
4 Please ^ the help your patient needs with the following activities: 
Activity Help needed 
Toileting/bathing • 




Driving to appointment • 
Sitter while I go out • 
Meal preparation • 
Help to eat/drink • 
Please think about your answers to questions 2, 3 and 4 above. How long has 
your patient needed this amount of help and care? Please / one. 
One week or less 
two weeks or less 
one month or less 
two months or less 
three months or less 
more than three months, please write number of months 
6 Please / the help you provide for your patient with the following activities: 
Activity Help needed 
Toileting/bathing • 




Driving to appointment • 
Help to eat/drink • 
Meal preparation • 
Please the help provided by others for your patient with the following 
activities: 





Toileting/bathing • • • • • 
Giving medication • • • • • 
Laundry/washing • • • • • 
Shopping • • • • • 
Walking/mobility • • • • • 
Driving to appointment • • • • • 
Sitter while I go out • • • • • 
Help to eat/drink • • • • • 
Meal preparation • • • • • 
8 The type of care which gives Carers a break is sometimes called "respite" 




I'm not sure 
Comments:. 
How would you describe how you have been feehng during the past week. 
Please ^ whether you agree or disagree with the statements below: 
strongly 
disagree 
disagree not sure agree strongly 
agree 
a I believe that I am 
managing my life well: 
b I beheve that I am 
coping well: 
c I am concerned for my 
health at the moment: 
d I am worried about the 
patient I care for all the 
time: 
e I feel tired, most of the 
time: 
f I feel isolated from my 
friends and family: 
g I feel supported and 
helped by the help 
people have given me: 
Please describe how you feel about issues not listed, or make any other 
comment 
10 Respite care is sometimes described as "a day out" for the patient and "a day 
o f f for the Carer. If you could have respite care, which option would best 
suit your situation? Please think of your patient's needs and your own as you 
answer. Please ^ the most appropriate box: 
I would prefer someone to come to my home to care for the patient I care 
for while I go out 
I would prefer the patient I care for to go out to a day care setting while I 
can stay home or go out 
A combination of both the above options would suit our circumstances. 
None of the above. 
Comments: 
11 If I had "a day o f f I would: {please / the relevant boxes, you may have 
more than one) 
go out with friends 
do the shopping 
clean the house 
have a sleep 
pursue an interest or sport 
go to work 
other 
12 "I think that respite would have benefits for my patient too.' 
Do you agree with this statement, please / your answer: 
yes 
no 
I'm not sure 
Please comment 
13 I would like to have day respite care, please / your answer: 
twice per month 
once per week 
twice per week 
more than twice per week 
not at all 
other 
14 "My patient and I have had some assistance with respite in the past month." 
Please ^ your response to this statement 
yes, at home on a regular basis, please state how often 
yes, at home on an occasional basis, please state how often 
yes, out of home on a regular basis, please state how often 
yes, out of home on an occasional basis, please state how often 
not at all 
15 If you answered yes to any of the statements in question 13, who provided the 
respite care? Pleased your answer 
fnend or family 
a volunteer 
a day hospice service 
other 
not apphcable 
16 Please make any comments you would like to about day respite care and your 
situation. 
© This is the end of the survey. 
© Thank you very much for taking the time to answer these questions so carefully. 
© Please make sure that you have the completed questionnaire and the consent form to 
put into the self-addressed envelope. 
© You are very welcome to discuss any aspect of this questionnaire by telephoning me 
at home » 385 5167 (after hours). 
I know that your contribution will be very helpful, please accept my sincere thanks. 
Ellen Nightingale, May 1996 
Appendix 5 
Ms EM Nightingale 
PO Box 1060 
Subiaco WA 6008 
14 June 1996 
Dear Carer 
You will have received a letter from me approximately two weeks ago in which I 
invited you to participate in a survey to find out about the needs of Carers for respite 
care. 
If you have already responded to the survey I would like you to know that I do 
appreciate your time very much. If you have not yet replied I would like you to know 
that the information you provide in the survey will be very useful and that the time 
you take to complete it will be well spent. However, I do understand if it is not 
possible for you to participate at this time. 
If you have mislaid your survey questionnaire and would like another one sent to you 
please telephone me at work (09) 382 9333 or at home (09) 385 5167 and I will send 
you another one. 
You are also very welcome to contact me on one of the above telephone numbers if 
you would like to talk with me. 





Table 1: Age and Sex distribution of participants 










. 00 1 11 
2 
41-50years 
.00 7 18 
3 
51-60years 
.00 15 21 
4 
61-70years 
.00 13 28 
5 
71-SOyears 
.00 20 14 
6 
81+years 
.00 3 5 
Column 59 97 
12 
7 . 7 
25 
16 . 0 
36 
23 . 1 
41 
26 . 3 
34 
21 . 8 
5-. 1 
156 
Total 37.8 62.2 100.0 
Number of Missing Observations: 2 




Value Frequency Percent Percent Percent 
spouse 1.00 118 74 . 7 76 . 1 76 . 1 
child 2 . 00 22 13 . 9 14 . 2 90 .3 
relative 3 . 00 4 2 . 5 2 . 6 92 . 9 
friend 4 . 00 3 1 . 9 1 . 9 94 . 8 
parent 5 .00 8 5 . 1 5.2 100 . 0 
• 3 1 . 9 Missing 
Total 158 100 . 0 100 . 0 






Value Frequency Percent Percent Percent 
1. 00 




Valid cases 157 
Total 158 
Missing cases 
93 . 0 
6 . 3 
. 6 
100 . 0 
93 . 6 
6 . 4 
Missing 
100 . 0 
93 . 6 
100 . 0 
Table 3: Other responsibilities born by Carers. 
OTHERTOT Other activities 
Value Label 
Valid Cum 
Value Frequency Percent Percent Percent 
low 1.00 83 52 . 5 54 . 2 54 , . 2 
med 2 .00 67 42 . 4 43 . 8 98 , . 0 
high 3 .00 3 1 . 9 2 . 0 100 , . 0 
• 5 3 . 2 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 153 Missing cases 5 
Table 4: Hours of care provided by the Carer, recoded into low, moderate and high 
HOURS2 
Valid Cum 
Value Label Value Frequency Percent Percent Percent 
0-2hours 1. 00 21 13 , . 3 13 . 7 13 . 7 
3-4hours 2 .00 15 9 , . 5 9 . 8 23 . 5 
5-8hours 3 . 00 25 15 , . 8 16.3 39 . 9 
9-12hours 4 .00 19 12 , . 0 12 .4 52 . 3 
13-24hours 5 . 00 73 46 , . 2 47 . 7 100 . 0 
5 3 , . 2 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 153 Missing cases 5 
HOURS low to high 
Value Label 
Valid Cum 
Value Frequency Percent Percent Percent 
low 1. ,00 21 13 , . 3 13 . 7 13 . , 7 
medium 2 , . 00 40 25 . 3 26.1 39 . 9 
high 3 , .00 92 58 . 2 60 . 1 100 . , 0 
5 3 . 2 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 153 Missing cases 
Section 5.3.3 Ability to leave the patient alone. 
SAFES homealone 
Valid Cum 




Valid cases 158 
1 . 00 71 44 .  9 44 . 9 44 . 9 
2 .00 28 17 , . 7 17 . 7 62 . 7 
3 . 00 59 37 , . 3 37 .3 100 . 0 
T o t a l 158 100 , . 0 100 . 0 
Missing cases 0 
Table 6: Help needed by the patient and provided by the Carer and recoded into 













40 . 5 
51.3 
8 . 2 
44 . 1 
55 . 9 
Missing 
145 
Total 158 100.0 100.0 
Missing cases 13 
44 . 1 














27 . 2 
64 . 6 
8 . 2 
100 . 0 
29 . 7 
70 . 3 
Missing 
10 0.0 
29 . 7 
100 . 0 





Valid cases 145 
Valid Cum 






8 . 9 
12 . 9 
8 . 2 
Total 158 100.0 
Missing cases 13 
9 . 7 
90 . 3 
Missing 
100 . 0 
9 . 7 
100.0 
PTNEED44 shopping 







. 00 19 
1.00 126 
13 
12 . 0 
79 . 7 
8 . 2 
13 .1 
86 . 9 
Missing 
13 .1 
100 . 0 
Total 158 100 . 0 100 . 0 
Valid cases 145 Missing cases 13 
PTNEED45 mobility-










44 . 9 
46 . 8 
8 . 2 
49 . 0 
51. 0 
Missing 
49 . 0 
100 . 0 
Total 158 100 . 0 100 . 0 
Valid cases 145 Missing cases 13 
PTNEED46 drivingappt 










16 . 5 
75 . 3 
8.2 
17 . 9 
82 .1 
Missing 
17 . 9 
100 . 0 
Total 158 100.0 100 . 0 





Valid cases 145 
Valid Cum 






59 . 5 
32.3 
8.2 
64 . 8 
35 . 2 
Missing 
Total 158 100.0 100.0 
Missing cases 13 
64 . 8 





Valid cases 145 
Valid Cum 






11 . 4 
80 . 4 
8.2 
Total 158 100.0 
Missing cases 13 
12 .4 
87 . 6 
Missing 
100 . 0 
12 . 4 
100 . 0 










74 . 7 
17 . 1 
8.2 
Valid cases 145 
Total 158 100.0 
Missing cases 13 
81.4 
18 . 6 
Missing 
100 . 0 
81.4 
100 . 0 
CARER61 toilet 










50 . 6 
43 . 7 
5 . 7 
53 . 7 
46 . 3 
Missing 
53 . 7 
100 . 0 
Total 158 100 . 0 100 . 0 
Valid cases 149 Missing cases 9 
CARER62 medications 










26 . 6 
67 . 7 
5 . 7 
28 . 2 
71. 8 
Missing 
28 . 2 
100 . 0 
Total 158 100 . 0 100 . 0 
Valid cases 149 Missing cases 9 
CARER6 3 laundry 










8 . 2 
86 . 1 
5 . 7 
8 . 7 
91.3 
Missing 
8 . 7 
100 . 0 
Total 158 100 . 0 100 . 0 





Valid cases 149 
Valid Cum 








9 . 5 
84 . 8 
5 . 7 
100 . 0 
10 .1 
89 . 9 
Missing 
100 . 0 
10 . 1 





Valid cases 149 
Valid Cum 









49 . 4 
44 . 9 
5 . 7 
100 . 0 
52 .3 
47 . 7 
Missing 
100 . 0 
52.3 





Valid cases 149 
Valid Cum 
Value Frequency Percent Percent Percent 
.00 




28 . 5 
65 . 8 
5 . 7 
30.2 
69 . 8 
Missing 
Total 158 100.0 
Missing cases 9 
100 . 0 
30.2 
100 . 0 




Valid cases 149 
Valid Cum 






77 . 2 
17 . 1 
5 . 7 
Total 158 100.0 
Missing cases 9 
81 . 9 
18 .1 
Missing 
100 . 0 
81 . 9 
100 . 0 




Valid cases 149 
Valid Cum 






11 . 4 
82 . 9 
5 . 7 
12 . 1 
87 . 9 
Missing 
Total 158 100.0 100.0 
Missing cases 9 
12 .1 
100 . 0 
PNEEDTOT sum of patient needs 
Value Label 
Valid cases 146 
Valid Cum 
Value Frequency Percent Percent Perceni 
.00 1 . 6 . 7 . 7 
1. 00 4 2 . 5 2 . 7 3 . 4 
2 .00 9 5 . 7 6 . 2 9 . 6 
3 . 00 8 5 . 1 5 . 5 15 . 1 
4 . 00 22 13 . 9 15 .1 30 . 1 
5 .00 22 13 . 9 15 . 1 45 . 2 
6 .00 19 12 . 0 13 . 0 58 . 2 
7 .00 22 13 . 9 15 . 1 73 . 3 
8 . 00 25 15 . 8 17 . 1 90 . 4 
9 . 00 14 8 . 9 9 . 6 100 . 0 
12 7 . 6 Missing 
Total 158 100 . 0 100 . 0 
Missing cases 12 
CHELPTOT sum of carer help 
Value Label 
Valid Cum 
Value Frequency Percent Percent Percent 
Valid cases 149 
1 .00 2 1 . 3 1 . 3 1 . 3 
2 .00 7 4 . 4 4 . 7 6 . 0 
3 . 00 16 10 . 1 10 . 7 16 . 8 
4 .00 27 17 . 1 18 . 1 34 . 9 
5 .00 27 17 . 1 18 . 1 53 . 0 
6 . 00 28 17 . 7 18 . 8 71 . 8 
7 . 00 32 20 . 3 21 . 5 93 . 3 
8 . 00 10 6 . 3 6 . 7 100 . 0 
• 9 5 . 7 Missing 
Total 158 100 . 0 100 . 0 
Missing cases 9 
Section 5.3.4 Patient's need for help with activities of living 
TIME5 time this help needed 
Valid Cum 
Value Label Value Frequency Percent Percent Percent 
one week or less 1.00 2 1, . 3 1.4 1.4 
two weeks or less 2 .00 5 3 , . 2 3.5 4 . 9 
one month or less 3 .00 15 9 , . 5 10 . 6 15 . 5 
two months or less 4 . 00 19 12 , . 0 13 .4 28 . 9 
three months or less 5 .00 21 13 , . 3 14 . 8 43 . 7 
more than three mont 6 . 00 80 50 , . 6 56.3 100 . 0 
16 10 , . 1 Missing 
Total 158 100 , . 0 100 . 0 
Valid cases 142 Missing cases 16 




Value Frequency Percent Percent Percent 
nurse 1. 00 20 12 . 7 14 .1 14 .1 
care aide 2 .00 19 12 . 0 13 .4 27 . 5 
volunteer 3 .00 2 1. 3 1 . 4 28 . 9 
family/friend 4 . 00 6 3 . 8 4 . 2 33 . 1 
no one 5 .00 95 60 . 1 66 . 9 100 . 0 
16 10 . 1 Missing 
Total 158 100 . 0 100 . 0 




Value Frequency Percent Percent Percent 
nurse 1. 00 26 16 . 5 18.3 18 . 3 
care aide 2 . 00 9 5 . 7 6 . 3 24 . 6 
volunteer 3 . 00 1 . 6 . 7 25 . 4 
family/friend 4 .00 10 6 . 3 7 . 0 32 . 4 
no one 5 . 00 96 60 . 8 67 . 6 100 . 0 
16 10 . 1 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 142 Missing cases 16 
PROVID73 laundry 
Valid Cum 
Value Label Value Frequency Percent Percent Percent 
nurse 1.00 1 . 6 . 7 . 7 
care aide 2 .00 7 4 . 4 4 . 9 5 . 6 
volunteer 3 .00 1 . 6 . 7 6.3 
family\friend 4 .00 23 14 . 6 16 .2 22 . 5 
no one 5 . 00 110 69 . 6 77 . 5 100 . 0 
• 16 10 .1 Missing 
Total 158 100 . 0 100 . 0 









2 .00 6 3 . 8 4.2 4 . 2 
3 .00 2 1 . 3 1.4 5.6 
4 . 00 34 21 . 5 23 . 9 29 . 6 
5 . 00 100 63 . 3 70.4 100 . 0 
16 10 . 1 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 142 Missing cases 16 
PROVID75 m o b i l i t y 





nurse 1.00 4 2 . 5 2 . 8 2 . 8 
care aide 2 .00 6 3 . 8 4 . 2 7 . 0 
volunteer 3 . 00 1 . 6 . 7 7 . 7 
family/friend 4 .00 13 8 . 2 9 . 2 16 . 9 
no one 5 .00 118 74 . 7 83 . 1 100 . 0 
• 16 10 . 1 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 142 Missing cases 16 
PROVID76 driving to appointment 
V a l i d Cum 
Value Label Value Frequency Percent Percent Percent 
nurse 1. 00 1 . 6 . 7 . 7 
volunteer 3 .00 4 2 . 5 2 . 8 3 . 5 
family/friend 4 .00 43 27 . 2 30.3 33 . 8 
no one 5 .00 94 59 . 5 66 . 2 100 . 0 
16 10 . 1 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 142 Missing cases 16 
PR0VID77 sitter to go out 
Valid Cum 
Value L a b e l Value Frequency Percent Percent Percen 
nurse 1.00 2 1 . 3 1.4 1.4 
care aide 2 . 00 4 2 . 5 2 . 8 4 . 2 
volunteers 3 .00 9 5 . 7 6.3 10 . 6 
family/friend 4 .00 43 27 . 2 30.3 40 . 8 
no one 5 .00 84 53 . 2 59.2 100 . 0 
• 16 10 . 1 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 142 Missing cases 16 
PROVID78 help to eat/drink 
Valid Cum 
Value L a b e l Value Frequency Percent Percent Percent 
care aide 2 . 00 4 2 . 5 2 . 8 2 . 8 
volunteer 3 .00 1 . 6 . 7 3 . 5 
family/friend 4 .00 10 6.3 7 . 0 10 . 6 
no one 5 . 00 127 80 . 4 89 . 4 100 . 0 
• 16 10 .1 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 142 Missing cases 16 
PROVID79 meal prep 
Valid Cum 
Value Label Value Frequency Percent Percent Percent 
care aide 2 .00 4 2 , . 5 2 . 8 2 . 8 
volunteers 3 .00 5 3 , .2 3 . 5 6 . 3 
family/friends 4 . 00 29 18 , . 4 20 . 4 26 . 8 
no one 5 .00 104 65 , . 8 73 . 2 100 . 0 
• 16 10 , . 1 Missing 
Total 158 100 , . 0 100 . 0 
Valid cases 142 Missing cases 16 
T a b l e 7 : B u r d e n o f C a r e a s a c o m p o s i t e s c o r e . 
B U R D E N s e e r e s u l t s f o r d e f i n i t i o n 
V a l u e L a b e l 
V a l i d c a s e s 1 3 8 
V a l i d C u m 
V a l u e F r e q u e n c y P e r c e n t P e r c e n t P e r c e n t 
1 . 00 3 1 . 9 2 . 2 2 . 2 
1 . 2 0 12 7 . 6 8 . 7 10 . 9 
1 . 4 0 14 8 . 9 10 . 1 2 1 . 0 
1 . 6 0 9 5 . 7 6 . 5 27 . 5 
1 . 8 0 18 1 1 . 4 13 . 0 4 0 . 6 
2 .00 12 7 . 6 8 . 7 4 9 . 3 
2 .20 20 12 . 7 14 . 5 63 . 8 
2 .40 25 15 . 8 18 . 1 8 1 . 9 
2 .60 20 12 . 7 14 . 5 9 6 . 4 
2 . 80 5 3 . 2 3 . 6 1 0 0 . 0 
20 12 . 7 M i s s i n g 
T o t a l 1 5 8 1 0 0 . 0 1 0 0 . 0 
M i s s i n g i c a s e s 20 
B U R D E N l l o w t o h i g h 
V a l i d C u m 
V a l u e L a b e l V a l u e F r e q u e n c y P e r c e n t P e r c e n t P e r c e n t 
l o w 1 . 0 0 38 24 .1 27 . 5 27 . 5 
m o d e r a t e 2 .00 50 3 1 . 6 3 6 . 2 63 . 8 
h i g h 3 .00 50 3 1 . 6 36 . 2 1 0 0 . 0 
20 12 . 7 M i s s i n g 
T o t a l 1 5 8 1 0 0 . 0 1 0 0 . 0 
V a l i d c a s e s 1 3 8 M i s s i n g c a s e s 20 
Table 8: Summary of Carers' perception of their emotional state. 
EMOTIOl managing well 
Value Label 
Valid Cum 
Value Frequency Percent Percent Percent 
Valid cases 138 
1 .00 16 10 , . 1 11 .6 11 . 6 
2 .00 21 13 , . 3 15 .2 26 . 8 
3 . 00 101 63 , . 9 73 . 2 100 . 0 
• 20 12 , 7 Missing 
Total 158 100 . 0 100 . 0 
Missing cases 20 
EM0TI02 coping well 
Value Label 
Valid Cum 
Value Frequency Percent Percent Percent 
13 .2 
26 . 4 
100 . 0 
Valid cases 144 
1 .00 19 12 . 0 13 . 2 
2 .00 19 12 . 0 13 .2 
3 . 00 106 67 . 1 73 . 6 
14 8 , 9 Missing 
Total 158 100 . , 0 100 . 0 
Missing cases 14 
EM0TI03 concerned for own health 
Value Label 
Valid Cum 
Value Frequency Percent Percent Percent 
Valid cases 139 
1.00 57 36 . 1 41 . 0 41 . 0 
2 .00 25 15 . 8 18 . 0 59 . 0 
3 .00 57 36 . 1 41 . 0 100 . 0 
• 
19 12 . 0 Missing 
Total 158 100 . 0 100 . 0 
Missing cases 19 
EM0TI04 worried about the patient 






2 . 00 





38 . 0 
7 . 6 
46 . 2 






49 . 7 
100 . 0 
Total 158 100 . 0 100 . 0 
Valid cases 145 Missing cases 13 
EM0TI05 feel tired 
















43 . 6 
11.4 
45 . 0 
Missing 
43 . 6 
55 . 0 
100 . 0 
Total 158 100 . 0 100 . 0 
Valid cases 140 Missing cases 18 
EM0TI06 feels isolated 













5 . 1 
31.0 
12 . 0 
59 . 0 
5 . 8 
35 . 3 
Missing 
59 . 0 
64 . 7 
100 . 0 
Total 158 100 . 0 100 . 0 
Valid cases 139 Missing cases 19 
EM0TI07 feels supported 
Value Label 
Valid cases 142 
Valid Cum 
Value Frequency Percent Percent Percent 
1 .00 13 8.2 9.2 9 . 2 
2 . 00 11 7 . 0 7 . 7 16 . 9 
3 . 00 118 74 . 7 83 . 1 100 . 0 
• 16 10 .1 Missing 
Total 158 100 . 0 100 . 0 
Missing cases 16 
Table li: Benefit of respite for the patient, according to the Carer. 
G00DPT12 g o o d for patient too 
Valid Cum 
Value L a b e l Value Frequency Percent Percent Percent 
yes 1.00 59 37.3 41.8 41.8 
no 2.00 25 15.8 17.7 59.6 
i'm not sure 3.00 57 36.1 40.4 100.0 
17 10.8 Missing 
T o t a l 158 100.0 100.0 
Valid cases 141 Missing cases 17 
Table 12: Frequency of respite stated by the Carer 
FREQUE13 frequency of respite 
Valid Cum 
Value Label Value Frequency Percent Percent Perceni 
twice per month 1. 00 16 10 .1 11. 8 11. 8 
once per week 2 . 00 27 17 .1 19 . 9 31. 6 
twice per week 3 . 00 12 7 . 6 8 . 8 40.4 
more than twice per 4 . 00 2 1.3 1. 5 41. 9 
not at all 5 . 00 63 39.9 46.3 88.2 
other 6 . 00 16 10 .1 11. 8 100 . 0 
• 22 13 . 9 Missing 
Total 158 100 . 0 100 . 0 
Valid cases 136 Missing cases 22 
Table 13: The need for respite with the hours of care provided by the Carer 








2 . 00 
Row 
Total 
1.00 11 4 15 
13 . 8 
medium 
2 .00 14 15 29 
26 . 6 
high 
3 .00 25 40 65 




45 . 9 
59 
54 . 1 
109 
100 . 0 
Chi- Square Value 
Pearson 
Likelihood Ratio 
Mantel-Haenszel test for 
linear association 
Minimum Expected Frequency -
6.06089 







Number of Missing Observations: 49 
T a b l e 14: P a t i e n t ' s n e e d f o r h e l p r e l a t e d to the n e e d for r e s p i t e care 
P T N E E D T O p a t i e n t n e e d b y R E S P 8 Y N 
R E S P 8 Y N 
C o u n t 
P T N E E D T O 
low 
N O 




T o t a l 
1 .00 20 8 28 
26 . 2 
m o d 
2 .00 17 15 32 
29 . 9 
h i g h 
3 .00 1 1 36 47 
43 . 9 
C o l u m n 
T o t a l 
48 
44 . 9 
59 
55 . 1 
107 
100 . 0 
C h i - S q u a r e V a l u e 
Pearson 
L i k e l i h o o d R a t i o 
M a n t e l - H a e n s z e l test for 
l i n e a r a s s o c i a t i o n 
M i n i m u m E x p e c t e d F r e q u e n c y - 1 2 . 5 6 1 
17 . 62112 
18 .31441 
17 .16958 
DF S i g n i f i c a n c e 
00015 
0 0 0 1 1 
00003 
N u m b e r of M i s s i n g O b s e r v a t i o n s : 5 1 
Table 15: Help provided by the Carer and the need for respite care 








2 . 00 
Row 
Total 
1 . 00 24 11 35 
31. 8 
medium 
2 . 00 19 26 45 
40 . 9 
high 
3 . 00 8 22 30 
27 . 3 
Column 
T o t a l 
51 
46 . 4 
59 
53 . 6 
110 
100 . 0 
Chi -Square Value DF Significance 
Pearson 
Likelihood Ratio 









Number of Missing Observations: 48 
Table 16: The patient is safe at home alone, and the 
need for respite care 










1 . 00 
yes 
34 13 47 
41 . 6 
2 .00 
no 
6 18 24 
21 . 2 
3 . 00 
sometimes 





46 , 9 
60 
53 . 1 
113 
100 . 0 
Chi-Square Value DF Significance 
Pearson 
Likelihood Ratio 
Mantel-Haenszel test for 
linear association 
21.12566 





Minimum Expected Frequency - 11.257 
Number of Missing Observations: 45 
Table 17: response to individual statements about emotional health 
and need for respite care. 




NO YES Row 
1 . 00 2 . 00 Total 
1 . 00 1 12 13 
LOW 12 . 9 
2 . 00 2 10 12 
MOD 11 . 9 
3 .00 45 31 76 





47 . 5 
53 
52 . 5 
101 
100 . 0 
Value DF Significance 
Pearson 
Likelihood Ratio 
Mantel-Haenszel test for 
linear association 








Number of Missing Observations: 57 
Table 17: response to individual statements about emotional health 
and need for respite care. 




T o t a l 
Chi-Square 
48 
46 . 2 
Count 
NO YES Row 
1. 00 2 .00 Total 
1. 00 1 14 15 
LOW 14 . 4 
2 .00 4 10 14 
MOD 13 . 5 
3 . 00 43 32 75 
HIGH 72 . 1 
56 
53 . 8 
104 
100 . 0 
Value DF Significance 
Pearson 
Likelihood Ratio 
Mantel-Haenszel test for 
linear association 
Minimum E x p e c t e d Frequency 
14 . 92435 
17 . 10626 





Number of Missing Observations: 54 
Table 17: Response to individual statements about emotional health 
and the need for respite care. 

















26 20 46 
43 . 0 
2 . 00 
MOD 
1 7 8 
7 . 5 
3 . 00 
HIGH 
21 32 53 
49 . 5 
59 
55 . 1 
107 
100 . 0 
Value DF Significance 
Pearson 
Likelihood Ratio 








Minimum Expected Frequency - 3.589 
Cells with Expected Frequency < 5 - 2 OF 6 ( 33.3%) 
Number of Missing Observations: 51 
Table 18: Burden of care and need for respite. 




low moderate high 
1 . 00 2 .00 3 .00 
1 . 00 
NO 
18 20 8 
2 .00 
YES 





23 . 5 
40 
39 . 2 
38 







54 . 9 
102 




Mantel-Haenszel test for 
linear association 
17 . 92878 
18 . 86255 
17 . 71591 
Minimum Expected Frequency - 10.824 
. 00013 
. 0 0 0 0 8 
.00003 
Number of Missing Observations: 56 
Table 19: The burden of care and emotional health score 
EMOTAVl low to high by BURDENl low to high 












1.00 11 9 5 25 
21 . 0 
med 
2 .00 16 29 33 78 
65 . 5 
high 
3.00 5 5 6 16 
13 .4 
Column 
T o t a l 
32 
26 . 9 
43 




100 . 0 
Chi -Square Value DF Significance 
Pearson 
Likelihood Ratio 
Mantel-Haenszel test for 
linear association 
6 .69315 
6 . 72267 
2 .44687 
Minimum Expected Frequency - 4.303 




Number of Missing Observations: 39 
Table 20: Experience with respite and perceived need for respite. 




NO YES Row 
1 . 00 2 .00 Total 
1.00 34 13 47 
NO 45 . 6 
2 .00 22 34 56 









100 . 0 




Mantel-Haenszel test for 
linear association 
11 .25392 
9 . 96100 
11 . 52723 
11 . 14466 





Number of Missing Observations: 55 
Table 21: Association between Carer's feeling of support 
and the need for respite. 







2 . 00 














52 . 9 
Row 
Total 
7 . 7 
7 
6 . 7 
89 
85 . 6 
104 
100 . 0 
Chi-Square Value DF Significance 
Pearson 
Likelihood Ratio 
Mantel-Haenszel test for 
linear association 
8 . 03291 
8 . 95917 




Minimum Expected Frequency - 3.298 
Cells with Expected Frequency < 5 - 4 OF 6 ( 66.7%) 
Number of Missing Observations: 54 
Table 22: The preference for place of respite and need for respite. 







out of h 
ome 
2 . 00 
combinat 
ion of b 
3 . 00 





2 . 00 
YES 
4 5 7 28 





12 . 9 
20 
19 . 8 
32 
31 . 7 
Value 
36 













Mantel-Haenszel test for 
linear association 
26 . 93210 





Minimum Expected Frequency - 5 .663 
Number of Missing Observations: 57 
Table 23: The preference for place of respite and burden of care. 









1 . 00 
out of h 
ome 
2 . 00 
combinat 
ion of b 
3 . 00 
not at a 
11 
4 .00 
1.00 6 5 4 20 
moderate 
2 . 00 2 10 16 19 
high 




10 . 9 
23 
17 . 8 
45 
34 . 9 
47 
36.4 
Chi- Square Value DF 
35 


















Minimum Expected Frequency - 3.798 
Cells with Expected Frequency < 5 - 1 OF 12 ( 8.3%) 
Number of Missing Observations: 29 
Table 24: Respite is perceived to be good for the patient and the need for respite care 
RESP8YN by G00D12 
G00D12 
Count 









18 11 29 
40 . 3 
2 .00 
YES 
3 40 43 
59 . 7 
Column 




70 . 8 
72 
100 . 0 




Mantel-Haenszel test for 
linear association 
25 . 44427 1 .00000 
22 . 84749 1 . 00000 
26 . 66651 1 .00000 
25 . 09088 1 .00000 
Minimum Expected Frequency - 8 .458 
Number of Missing Observations: 86 
